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ABSTRACT 
Jan Colvin 
Caregivers ofOJder Adults Online: Perceptions of 
Internet-based Social Support 
August 2002 
Approximately 73 mimon Americans have sought health-related information 
through the Internet. Nearly 30 million individuals have contacted an online support 
group for a medical condition or personal problem. Caregivers of older adults are among 
those accessing the Internet for information and social contact. The__p~se of the study 
was to investigate the experience of caregivers using Internet-based social support. 
Research questions focused on group differences in time spent online and perceived 
importance of online social support, what caregivers describe as supportive about online 
social networks, what led caregivers to use the Internet, and what unique advantages and 
disadvantages of online social support caregivers identifY. Caregivers were recruitment 
with permission of web owners through 15 websites that offer social networks to 
caregivers. Fifty-two surveys were analyzed using quantitative and qualitative 
-- ~- -
methodologies. Caregivers spent an average of 13.2 hours per week online, including 7.5 
hours engaged in activities related to caregiving. Time online did not vary significantly 
for caregiver groups according to age, relationship to care receiver, presence of 
Alzheimer's disease, or perceived 
Vll 
importance of online social support. Caregivers of all ages, regardless oftheir 
relationship to the care receiver, placed relatively high importance on their Internet-based 
social support. Caregivers used the Internet predominately to expand their social network 
of status-similar others. to contact fellow caregivers. Participants identified psychological 
distress, including isolation. loneliness, and desperation, as the leading impetus for their 
Internet use. Results of this research led to the conclusion that Internet use can be a 
potential resource for caregivers in obtaining information and expanding their status-
similar social support networks. Attributes of computer-mediated communication (CMC), 
including asynchrony and anonymity, are particularly suitable to the time and situational 
demands, as well as to the emotional upheavals associated with caregiving. CMC offers 
an exchange medium that caregivers can adapt according to individual 
socio/informational needs and personal preferences. However, caregivers in this study 
were aware of the limitations of online social support. The absence of physicality and 
social context cues were significant, and several caregivers longed for greater social and 
relational contact with online group members. Implications for caregiver online social 
support are offered. 
Vlll 
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CHAPTER I 
INTRODUCTION 
Two revolutions--life expectancy and technological--characterized the 20th 
century and shaped the socio-historical context of the 21 51 century. Life-expectancy 
revolution refers to the dramatic increase in average lifespan, from 4 7 years to 77 years, 
occurring between the years 1900 and 2000 (Administration on Aging, 200Ic). During 
the same period, the percentage of Americans 65 years of age and older tripled to 34.5 
million individuals (Federal Interagency Forum on Aging-Related Statistics, 2000). The 
aging trend will continue as the older adult population burgeons between the years 201 0 
and 2030 to about 70 million persons, 20% of the U. S. population (AOA, 2000b). 
Older adults have increased likelihood of chronic disease, disability, and 
dependency; and many eventually need long-term care (Day, 1996). Significantly, less 
than 5% of individuals between 65 and 84 years of age live in institutional residential 
facilities, while the majority of older adults reside in family settings (Federal Interagency 
Forum on Aging-Related Statistics, 2000). Increased longevity of kin has had an impact 
on family life as individuals sustain family relationships over extended periods of time 
and across several generations (Bengtson, 2001 ). 
The technological revolution not only contributed to medical breakthroughs that 
extended the lifespan, but also impacted the daily lives of individuals and families. 
Advancements in information technology have changed the way millions of Americans 
live, work, play, and communicate. The number of Americans accessing the Internet at 
work and at home more than doubled between 1998 and 2000 to 1 16.5 million (National 
Telecommunications & Information Administration, 2000). Decreasing costs and mass 
production allowed the emergence and rapid growth of home computer use (Carey, 
1997). In December 2001, the active home-use Internet population reached 105 million 
(Nielsen!Netratings, 2001). Although individuals age 50 years and older are among the 
least likely to use the Internet, the number of online older adults increased by 53% from 
1998 to 2000, representing the highest rate of growth of all age groups (NTIA). 
Americans between the ages of 50 and 64 are particularly fervent Internet users and three 
times more likely to have access than those individuals over the age of65 (51% vs. 15%) 
(Fox, 2001). 
Individuals using the Internet often contact or get information from a group 
(Horrigan, 2001). A survey conducted by the Pew Internet and American Life Project 
revealed that 84% of Internet users, or an estimated 90 million individuals, reported 
involvement in online groups (Horrigan). Within the study, twenty-eight percent, 
approximately 30 million Americans, reported contacting a support group for a medical 
condition or personal problem. Caregivers of older adult family members and friends are 
among those using the Internet, searching for information, participating in 
communication networks, and seeking social support. 
Expanding in number and range, online social networks have captured the interest 
of researchers. Previous studies in communications (Wright, 1999a, 1999b, 1999c, 2000), 
nursing (Klemm, Hurst, Dearholt, & Trone, 1999), health science (Sharf, 1997), and 
2 
social work (Finn, 1999) have analyzed the content of online communication and support 
group dialogue. However, the experience of caregivers themselves and how they use 
computer-mediated communication (CMC) is largely unexplored. 
Statement of the Problem\ 
Caregiving has become a normative part of the developmentallifecourse for many 
American families. According to recent national data, nearly l in 4 U. S. households with 
a telephone reported at least one caregiver of an adult 50 years of age or older (National 
Alliance for Caregiving & AARP, 1997). Researchers estimated 22.4 million caregiving 
families nationwide. Almost 40 years of empirical research on caregiving has yielded a 
broad consensus that the experience can be stressful and disruptive of the caregiver's life 
(Pearlin, Mullan, Semple, & Skaff, 1990; Zarit, 1994). In addition to the strain of 
caregiving duties, the majority of caregivers (64%) cope with balancing the demands of 
full- or part-time employment (NAC & AARP; U. S. Department ofLabor Women's 
Bureau, 1998; MetLife Mature Market Institute, 1999). Investigation ofthe role of social 
support in reducing stress and improving general health and well-being has spanned two 
decades (Cohen & Syme, 1985; House, I 98 I; Pierce, Sarason, & Sarason, 1996). 
Scholars tend to agree that social support has positive association with well-being 
through both a buffering effect (Jackson, 1992) that moderates the impact of stressful life 
events and a main (or direct) effect (Thoits, 1982) that bolsters social resources regardless 
of life stress (for a classic review, see Cohen & Wills, 1985; for review, see Tho its, 
1995). However, the body of social support literature has been characterized by 
3 
differences in theoretical foundation, conceptualization, definition. and methodology 
(Pillemer & Suitor. 1996b; Tho its, 1982; Thoits, 1995). 
Considerable research has focused on understanding the effects of social support 
on caregiver outcomes (Pillemer & Suitor, 1996b). Social support is widely accepted as 
one of the primary mediators in explaining variability among caregivers in response to 
caregiver burden and stress (Pearlin et al., 1990). In addition, a growing body of literature 
has indicated the benefits of support from other individuals who have had a similar 
experience (Suitor, Pillemer & Keeton, 1995). Much effort has been directed toward 
social support intervention for caregivers, an effort to increase the number of status-
similar individuals in the social network (Pille mer & Suitor, 1996a). Yet caregiver 
service use, in general, has been characterized by underutilization or delayed utilization 
(Gwyther, 1994; Jones, 1998). 
Widespread availability of the home computer along with the increase in rates of 
Internet use boosted the popularity of online social support (Wright. 2000). Although no 
official agency tracks the growth of Internet support groups, one organization, the 
Association of Cancer Online Resources, Inc., serves as a gateway to 66 cancer support 
group listserves used by more than 27,500 members (Smith, 1998). However, there is a 
relative dearth of scholarly research about the experience of caregivers who seek social 
support using the Internet. In addition, researchers have yet to ask caregivers directly to 
describe their experience qualitatively. 
The purpose of the study was to explore the perceptions and use patterns of \ 
caregivers of older adults who are engaging in social support networks through the } 
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Internet. ln addition, the research will assess the caregivers' appraisal oftheir caregiving 
situation and quality of life, and perception of their face-to-face and online social support 
networks. The anonymous Internet-based survey will combine quantitative and 
qualitative research methodologies. 
Rationale for the Study 
Interest in the explosion of information and communication networks available to 
older adults through technology systems has expanded in recent years. Evidence of this 
fact is the second biennial national conference "Older Adults, Health Information and the 
World Wide Web" at the National Institutes ofHealth in March of2001, sponsored by 
the SPRY (Setting Priorities in the Retirement Years) Foundation, along with 18 Federal 
agencies, (SPRY Foundation, 2001). According to Chamess, Parks, & Sable (2001), 
The topic of the Internet and older adults is important and needs attention within 
the research and design communities given the aging of the population and the 
increased reliance on network technologies such as the Internet for information 
dissemination and communication. (p. 61) 
Considering the rise in online support group activity, insight into the impact of 
these supportive environments on the lives of individuals and families becomes 
increasingly important (Wright, l999a). Researchers within the disciplines of 
communications and nursing have dominated exploratory work in this area. The need for 
understanding how advanced media technologies function in the home is imperative, yet 
little research has investigated the role of the computer and the Internet in the context of 
the family (Morrison & Krugman, 200 I). Family professionals must become acquainted 
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with the dynamics ofCMC. Specifically, use oflntemet communication for social 
support by caregivers of older adults warrants scholarly attention by family sciences 
researchers. 
The research, which investigated the experience of caregivers of older adults who 
are engaging in social support networks through the Internet, contributes to the body of 
knowledge about the world of caregiving. The exploratory nature of the quantitative and 
qualitative inquiry provides rich description of the view from inside the homes where 
caregiving takes place, often 24 hours a day. Through investigation and interpretation of 
the lived experience of caregivers, the study stimulates awareness and action that can 
impact the quality of life for persons in care giving roles, care recipients, and their family 
members. 
In addition, this research furthers the understanding of social support in the 
contemporary context of computer-mediated communication. The study offers insight 
into the processes of social support from the perspective ofthe caregivers using the 
Internet. Thoits (1995) has suggested that a promising new direction for social support 
research is investigation of optimal "matches" between individuals ' socio-emotional 
needs and support received. Online social support seems to represent such a match for the 
caregivers who participated in this study. 
The focus, methodology, and dissemination of the research makes potential 
contribution at several levels. Caregivers, often regarded as the hidden victims of chronic 
disease, were given a voice seldom heard in policy and program formation. When asked 
to express their experience, the caregivers themselves had an opportunity for reflexive 
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thought and analysis of their perceptions and activities in relation to social support. 
Caregivers potentially were empowered in their self-directed care and encouraged to 
persevere. 
Professionals in the research community may examine the benefits of qualitative 
exploration of a specific aspect of caregiving. Researchers can receive impetus to develop 
models, instruments, programs, and evaluative measures to better meet the needs of 
caregivers and the persons for whom they care. Medical care providers can see evidence 
ofthe need to continue and to augment the family-centered approach to care. Such an 
approach would feature inclusion of the caregiver and other family members within the 
web of care (Pruchno, 1994). 
Agencies and organizations involved in programmatic efforts may hear the voices 
of those for whom programs are intended. The need for fami ly-centered approaches will 
be expressed. Interventions to address caregiver multi-dimensional needs, including 
educational, psychological, physical, emotional, and social, could result. Online 
supportive networks for caregivers of older adults can be especially important to 
individuals having limited face-to-face support networks because of geographic isolation 
or limited mobility due to personal health and/or caregiving responsibilities (Wright, 
l999a). 
In addition, the study has potential to affect public policy. Policy begins with 
awareness, stimulated by informed understanding of the caregiving experience. Research 
projects such as this one can speak for those who cannot leave their roles of responsibility 
as caregivers to advocate for themselves. 
7 
Propositions and Research Questions 
The following propositions and research questions were based on a review of 
literature and guided the research process. Research questions represented both 
quantitative and qualitative components of the study. 
Proposition 1 -Caregivers of older adults seek social support through computer-
mediated communication (CMC) (Alexy, 2000; Brennan, Moore, & Smyth, 1995; 
Mahoney, Tarlow, & Sandaire, 1998; Smyth & Harris, 1993; White & Dorman, 
2000). 
Quantitative Component 
Research Questions 
I. Are there statistically significant mean differences in caregivers' time spent online in 
caregiving-reJated activities by demographic and Internet-use related variables? 
2. Are there statistically significant differences in caregivers' perceived importance of 
their online social support networks by demographic and Internet-use related variables? 
Qualitative Component 
3. How, if at all, do caregivers use the Internet for social support? 
4. What factors led caregivers to seek social support online? 
5 . What aspects, if any, ofCMC do caregivers perceive as supportive? 
Proposition 2- CMC represents a unique social environment for the giving and 
receiving of social support (Klemm, Reppert, & Visich, 1998; Miller & Gergen, 
1998; Smyth & Harris, 1993; Soukup, 2000; Wellman, Salaff, & Dimitrova, 1996; 
White & Dorman, 2000). 
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Research Questions 
6. What unique advantages of online social support do caregivers identify? 
7. What unique disadvantages of online social support do caregivers identify? 
Theoretical Perspective 
rr 
~ course perspective formed the broad theoretical lens through which to 
examine the contemporary context of online social support. The life course view 
"involves contextual, processua~ and dynamic approach to the study of change in the 
lives of individual family members over time, and of families as social units as they 
change over historical periods" (Bengston & Allen, 1993, p. 469-470). It considers both 
micro- and macro-social levels of analysis. Basic themes ofthe life course perspective 
place emphasis on time, social context, process and meaning in human development and 
family life. 
The life course approach with its focus on the socio-historical environment is an 
appropriate perspective for caregiving research in the age of life expectancy and 
technological revolutions. Hareven (1994) employed life course perspective toward the 
understanding of generational relations and kin assistance over time. The researcher 
suggested that acquisition of the caregiving role today is vastly different from the pattern 
in the nineteenth century of socializing the family ' s youngest daughter to remain at home 
unmarried to care for aging parents. According to Allen, Blieszner, and Roberto (2000), a 
resurgence of interest in the life course perspective in relation to families in the middle 
and later years was evident in literature of the 1990s. 
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The study also relied on the constructivist paradig"!_ as theoretical foundation. A 
paradigm represents a world view and guides a basic belief system about the nature of 
reality and knowledge and the acquisition of knowledge (Guba & Lincoln, 1998). 
Therefore, the paradigmatic view illuminates the research design and methodology. 
Constructivism purports that "realities exist in the form of multiple intangible mental 
constructions, socially and experientially based" (Guba & Linco~ 1998, p. 206). Social 
constructions of lived experience are "elicited and refined only through interaction 
between and among investigator and respondents" (Guba & Lincoln, 1998, p. 207). The 
qualitative methodology used in the study was interpretive and dialectical. Researcher-
respondent interaction in the study took the form of open-ended questions that invited 
participants to express the meaning of their caregiving experience with in online social 
support networks. 
The constructivist paradigm was selected for its applicability to the study of 
family caregiving. The goal of the constructivist researcher is to understand and interpret 
the complex world of lived experience from the point of view of those who live it 
(Schwandt, 1998). Caregiving is an intensely lived experience, socially created within 
cultural, familial, and socio-historical contexts. Inquiry into personal experience is also 
socially constructed and approached through dialogue and interpretive interaction 
between the investigator and the caregiver. Language is considered the primary vehicle 
for constructing and transmitting meaning (Holstein & Gubrium, 1998). In this study that 
explored the perceptions and patterns of caregivers of older adults who are engaging in 
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social support networks through the Internet, the researcher was interested in the 
relationship between the use of language and the description of reality. 
Assumptions 
The researcher recognized the following assumptions based on the life course 
perspective and the constructivist paradigm that underlie the exploration of family 
care giving: 
(a) Lives are lived and linked interdependently across time (Elder, 
1997). 
(b) Individuals change over time, and transitions and trajectories are linked 
across family members (Elder, 1997). 
(c) Transitions in family relationships, including those involved in caregiving, 
occur; and socially constructed meanings result from such transitions 
(Bengtson & Allen, 1993). 
(d) Individuals are active agents in creating their own lives (Thoits, 1995) and in 
reconstructing their Jives as they age (Allen et al. , 2000). 
(e) Heterogeneity and diversity characterize caregivers (Bengtson & Allen, 1993) 
and caregiver needs (Cantor, 1994 ). 
(f) Interaction within families and social construction of meanings take place 
within the broader socio-cultural, historical context (Bengtson & Allen, 
I 993). 
1 I 
(g) Caregiver perception plays a key role in the construction of meaning of the 
lived experience ofcaregiving, appraisal ofthe role, and social support 
(Stuckey & Smyth, 1997; Thoits, 1995). 
Definition ofTerms 
Several key terms require definition in the context of this study. The following 
defmitions facilitate clarity: 
(a) Caregiver of an older adult - an individual who has accepted primary 
responsibility for care of a family member or friend over the age of 50. The 
researcher further defined caregiver as one who engages in at least I 0 hours of 
caregiving activity per week. 
(b) Care Receiver- a fumily member or friend who is in need of assistance with 
activities of daily living and who is the recipient of supportive care from a 
caregiver. 
(c) Caregiving- in chronic illness, caregiving represents an increment in care 
that goes beyond the bounds ofusual care. The activities involve significant 
expenditures oftirne and energy over extended periods oftime (Biegel, Sales, & 
Schulz, 1991 ) . 
(c) Social Support- "an interpersonal transaction involving one or more of the 
following: 
l . Emotional concern - liking, love, empathy 
2. Instrumental aid - goods and services 
3. Information- about the environment 
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4. Appraisal - information relevant to self-evaluation" (House, 1981, p. 
39). 
(d) Internet - sometimes called "The Net"- a worldwide system of 
computer networks. The Internet is a public, cooperative, and self-sustaining 
facility accessible to hundreds of millions of people worldwide. The most widely 
used part of the Internet is the World Wide Web (often abbreviated "WWW' or 
''the Web"). Its outstanding feature is hypertext, a method of instant cross-
referencing that allows the user to transfer across sites or pages (Whatis.com, 
2001). 
(c) Computer-Mediated Communication (CMC)- a process of human 
communication via computers (December, 1997). CMC contexts include bulletin 
boards, news groups, email, list serves, chatrooms, and online support groups 
(Soukup, 2000). 
Delimitations 
Primary delimitations of the research were function of the study's purpose to 
_.-
explore the perceptions and patterns of caregivers of older adults who are engaging in 
social support networks through the Internet. Participation in the study was limited to 
caregivers who identified themselves as caregivers of older adults using the criteria 
provided in recruitment announcements posted at selected websites and who volunteered 
to respond. Selection criteria included adults over the age of 18 years who exhibit the 
following characteristics: caring for an older adult 50 years of age or older living in the 
community as contrasted with residing in a residential care facility, performing 
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caregiving activities for at least 10 hours per week, and engaging in online social support 
networks. Consequently, respondents were limited to persons with access to a computer 
and Internet capabilities as well as corresponding skills. Significantly, the goal of 
qualitative research was not to strive for generalization of fmdings (Creswell, 1994 ), but 
instead to elicit rich data of lived experience. Therefore, a relatively homogeneous 
sample was necessary. The aim was to achieve thick description--attention to signs, 
context, processes, complexity, uniqueness, cultural meaning--that would, in turn, 
stimulate thick interpretation. 
Summary 
Life course perspective and the constructivist paradigm guided the research. The 
purpose of the study was to explore the perceptions and use patterns of caregivers of 
older adults who are engaging in social support networks through the Internet. The 
research also assessed the caregivers' appraisal of their caregiving situation, perception of 
their face-to-face and online social support networks, and quality of life satisfaction. The 
anonymous Internet-based survey combined quantitative and qualitative research 
methodology. Understanding caregivers' experience of computer-mediated 
communication is important within the contemporary context of an aging population. 
rapidly advancing technologies, and increasing participation in online social networks. 
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CHAPTER II 
REVIEW OF LITERATURE 
Chapter II presents a review of the literature relevant to the study that explored 
the perceptions and use patterns of caregivers of older adults who are engaging in social 
support networks through the Internet. Additionally, the study assessed the caregivers' 
appraisal of their caregiving situation and their quality oflife, as well as perceptions of 
both their face-to-face and online social support networks. The chapter is organized ' 
around broad topics as follows: theoretical frameworks, caregiving, social support, online 
social support, online social support specific to caregiving, ethical issues related to online 
research, and social policy implications relevant to online social support. 
Theoretical Framework 
Life course perspective and the constructivist paradigm guided the study. Chosen 
as theoretical framework, these two theories illuminated the investigation of caregivers' 
experiences dealing with changing relationships to their care receivers and the 
responsibilities of the role embedded in the contemporary social context. The study 
interpreted the perceptions of caregivers with regard to their experience with online social 
networks. 
Life Course Perspective 
Life course perspective was selected as the broad lens through which to view 
caregiving in the contemporary context of rapidly increasing Internet use and online 
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social support. Relevant to the study of family caregiving in general, and to this study in 
particular, life course perspective "involves the contextual, processual, and dynamic 
approach to the study of change in the lives of individual family members over time, and 
of families as social units as they change over historical periods" (Bengsten & Aile~ 
1993, p. 469-470). Life course perspective considers both micro- and macrosociallevels 
of analysis. Basic themes of the life course perspective place emphasis on time, social 
context, process, and meaning in human development and family life. 
The investigator adopted the life course approach to consider the socio-historical 
environment as characterized by the life expectancy and technological revolutions. It is 
within this context that caregivers are participating in online support networks. The 
dynamic of linked lives over time is demonstrated when a family member comes to need 
assistance, and a caregiver accepts responsibilities of care. "Caregiving exemplifies the 
interdependency of lives, the interlocking of relationships over the life course" (Moen, 
Robinson, & Dempster-McCiain, 1995, p. 269). 
Relevance and Resurgence of Life Course Perspective 
Crosnoe (2000) emphasized the significance of life course theory and the view 
that " lives are the enactment of a series of age-related roles that are embedded in 
sociohistorical context" (p.377). Crosnoe described the classic sociologicaV 
psychological dichotomy in conceptualization of human relationships. While sociologists 
stress the rnacrosocial and structural components of relationship and human development, 
psychologists emphasize the rnicrosocial, individual developmental, and temporal 
elements. Life course theory has potential to integrate the socio logicaVpsychological and 
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macro/microsocial viewpoints and thus to invigorate the research agenda in relation to 
human relationships (AJJen et al., 2000; Crosnoe, 2000). Through life course theory, 
individual developmental trajectories can be seen as embedded in unique social contexts 
(Elder, 1997). 
Allen et al. (2000) noted the resurgence of the life course perspective. rn 
reviewing the literature published during the 1990s on families in the middle and later 
years, the authors suggested that the major theoretical advance of the decade was the 
"elaboration of the life course perspective" (p. 915). Drawing on the work ofElder 
(1997), Allen and colleagues stated that the theory illuminates two important 
considerations in the study of families: how individuals change and develop over time 
and how family members are linked through those transitions. 
In addition, Allen et al. (2000) emphasized that life course perspective represents 
linkage to social constructivism, an outlook that considers individuals as active agents in 
creating their own lives. The authors recommended using narrative methods as a means 
through which to reveal personal meanings--indicating how individuals construct and 
reconstruct their lives throughout the aging process. 
Research Based on Life Course Perspective 
Moen et al. (1995) incorporated a key theme oflife course theory--social 
interdependence--to study caregiver role context in a panel study of White women 
interviewed in 1956 and 1986. Hypotheses were derived from theoretical concepts, such 
as timing of role acquisition in the life stage, duration and actual experience of 
caregiving, prior emotional resources and disposition, and social integration. The 
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researchers tested the association across time of these constructs with women's 
psychological well-being. Findings revealed evidence that particular factors acted as 
moderators of the psychological well-being of women caregivers. The timing and 
duration of role occupancy proved to be important considerations linking caregiving and 
emotional health. Provision of care was related to mastery for women in their 50s and 
early 60s, but not for those in their late 60s and 70s. Current appraisals of caregiving and 
well-being were contingent upon past emotional resources and self-esteem, with those 
caregivers having more education and higher emotional health reporting higher levels of 
emotional well-being. The researchers also found that social integration, especially 
religious involvement, contributed favorably to women's well-being. 
Socio-historical Context 
Emphasis on socio-historical context is a component of life course theory. The 
focus on time is critical to the study of caregiver social support in the contemporary 
setting. The historical milieu of this research is represented by the lifespan and 
technology revolutions. Following is a discussion of five phenomena: aging 
demographics in the U. S., caregiving demographics, economic value of caregivers, 
recognition ofthe importance of caregivers, and increasing use of Internet technologies. 
Aging demographics. The U.S. is on the brink of a longevity revolution (Centers 
for Disease Control, 2001). According to estimates ofthe U.S. Bureau ofthe Census, the 
projected life expectancy for a child born in the year 2000 is 77 years, almost 30 years 
longer than the expected life term of a child born in 1900 (AOA, 2001 b). Reduction in 
the death rates for children and young adults has contributed to this increase (AOA, 
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2001 b). The estimated number of Americans age 65 and over on Census Day 2000 
accounted for about I in every 8 Americans (AOA, 200lb). The total number in this age 
group reached 34.9 million, including 14.5 million men and 20.4 million women--a 12% 
increase since Census Day 1990 (AOA, 200lb). 
Since 1900, the U. S. population has tripled. Significantly, the number of older 
adults (those age 65 years and older) has increased 11-fold, from 3.1 million at the 
beginning ofthe 201h century to almost 35 million in the year 2000, representing 13% of 
the total population (CDC, 200 I). The aging trend will continue during the next three to 
four decades as the baby-boom cohort reaches the age of 65 years beginning in 20 I 0. By 
the year 2030, the older adult population will have doubled again to 70 million, 
comprising 20% ofthe U. S. population. The fastest growing age group during the years 
2030 to 2050 will be persons 85 years of age and older. The cumulative growth ofthis 
population group from 1995 to 2050 is expected to be over 400%. By th.e year 2050 those 
85 years of age and older will make up nearly 5% ofthe total population (AOA, 200la). 
The risk of chronic disease becomes exponentially greater with age, increasing the 
likelihood of disability and dependency (Day, 1996). Of older adults living in the 
community (not residing in residential care facilities) in 1994, nearly 40%--12 million 
individuals--were limited by chronic conditions. Ofthese, 3 million were unable to 
perform the activities of daily living (ADLs), such as bathing, shopping, dressing, or 
eating, thus requiring assistance from family and friends (CDC, 2001). Less than 5% of 
individuals between 65 and 84 years of age live in institutional residential facilities, while 
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that majority of older adults reside in family settings (Federal Interagency Forum on 
Aging-Related Statistics, 2000). 
Caregiving demographics. Caregiving has become a normative part of the life 
cycle for Americans, an experience that is touching the lives of more families than ever 
before (Wagner, 1997). A national survey on caregiving was conducted by the National 
Alliance for Care giving (NAC) and AARP in 1996 (NAC & AARP, 1997). Researchers 
randomly sampled English-speaking family caregivers that owned a telephone, including 
an over-sampled group of African-American, Hispanic, and Asians caregivers. Interviews 
were conducted with 1 ,509 individuals. From results of the survey, researchers estimated 
that almost 23% of all U. S. households contained caregivers. The percentage represented 
22.5 million individuals. 
The research identified five levels of caregiving according to the intensity of care, 
including hours of care provided and activities performed. For example, caregivers in 
Levell provided an average of3.6 hours of care per week. LevelS caregivers reported an 
average of 56.5 hours in caregiving duties. Overall, caregivers provided an average of 18 
hours of care per week (NAC & AARP, 1997). 
The demographic profile ofthe caregivers participating in the NAC/AARP survey 
included the following characteristics: average age was 46 years; 39% were 35 to 49 
years of age; 88% of caregivers were under age 65; 73% were women and 27% were 
men; median annual household income was $35,000; two-thirds of caregivers (66%) were 
married; 64% were employed (52% fulltime, 12% part-time); and 16% were retired. 
Forty-one percent of caregivers had one or more children under age 18 living in their 
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households (more than half African-American, Hispanic, and Asian caregivers reported 
having one or more children). The average duration of caregiving was 4.5 years (NAC & 
AARP, 1997). 
The National Family Caregivers Association reported a higher prevalence of 
caregiving (NFCA, 2000). The NFCA conducted a random sample telephone survey of 
over 1000 adults in July 2000. Results revealed that one-quarter (26.6%) of the sampled 
population were currently caring or had provided care during the past year for a family 
member or friend. Using the July 2000 Census totals, researchers estimated more than 54 
million persons in caregiving roles. Among the 266 family caregivers who participated in 
the interview, the majority (54%) of individuals were between 35 and 64 years of age. 
Findings from the study indicated two major trend increases from previously reported 
national survey results: a) 44% of the caregivers were men (27% in the NAC/AARP 
survey), and b) 37% of the caregivers were living in the same household as the care 
receiver (36% in the NAC/AARP survey). 
Economic value of caregivers. Amo, Levine and Memmott (1999) examined 
several national datasets including the Survey on Income and Program Participation 
(SIPP) for 1986, the National Survey ofFamilies and Households (NSFH) for 1987-88, 
and the National Family Caregiving Survey of 1996, then estimated the prevalence of 
caregiving in the general population. The authors calculated the approximate economic 
value of informal caregiving in 1997. Using a midrange estimate of25.8 million 
caregivers, an average of 17.9 hours per week in informal caregiving, and a midrange 
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estimate of$8.18/hour wage rate, the national economic value of informal caregiving in 
the United States was approximately $196 billion in 1997. 
Recognition of the importance of caregivers. The U. S. has no national long-term 
health care plan. "Families are the backbone of the long-term care system" in the U. S. 
(McConnell & Riggs, 1994, p. 25). According to the Administration on Aging (200 1 c), 
recognition ofthe role of families in providing long-term care has influenced national 
policy-making. For example, the Family and Medical Leave Act of 1993 included 
eldercare within the scope of family responsibilities eligible for leave-taking. During the 
Clinton administratio~ the President issued a formal proclamation declaring the week of 
Thanksgiving as National Family Caregivers Week, a special designation in honor and 
support of the daily contributions of the nation's family caregivers (AOA, 2000a). 
The re-authorization of the Older Americans Act Amendments of2000 
established a new program, the National Family Caregiver Support Program (AOA, 
200 I d). Funds allocated to states through a congressionally-mandated formula support 
basic services for family caregivers including information about available services, 
assistance in gaining access to services, individual counseling, organization of support 
groups, and caregiver training. 
Increase in use of Internet technologies. Worldwide the Internet reached 1 00 
million hosts in November 2000 (Matrix Net, 2000). From 4 sites in the western United 
States in 1969, the Internet has expanded to connect 150 countries. Ifthis pattern of 
growth continues, the extent of the Internet in the year 2006 will reach 1 billion hosts. 
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The number of Americans accessing the Internet more than doubled between 
1998 and 2000 to include 41.5% of the population or 116.5 million individuals (NTIA, 
2000). Although individuals age 50 years and older are among the least likely to use the 
Internet (almost 30%), the number of online older adults is rapidly increasing. In fact, 
individuals 50 years of age and older represented the highest rates of growth in Internet 
usage of all age groups. A 53% increase in the number of older adults online from 
December 1998 to August 2000 surpassed the overall rate of growth (35%) for individual 
Internet use nationwide (NTIA, 2000). 
America has become increasingly "a nation online" (NTIA, 2002, p. 1 0). By 
September 2001, 174 million individuals or 65.6% ofthe U. S. population used a 
computer at home, school, and/or work. One hundred forty-three million people or 53.9% 
of Americans used the Internet. The online population has grown at a rate of20% per 
year since 1998 (NTIA, 2000). 
Decreasing costs and mass production allowed the emergence and rapid growth of 
home computer use. By the end of2001, the active home-use Internet population in the 
U.S. reached nearly J 05 million, representing a 6% increase over the year (Nielsen/ 
Netratings, 2002). 
g Constructivist Paradigm 
In addition to the life course perspective, the constructivist paradigm was selected 
for its applicability to the study offamily caregiving. Constructivism posits "realities 
exist in the form of multiple intangible mental constructions, socially and experientially 
based" (Guba & Lincoln, 1998, p. 206). Constructivist principles are consistent with the 
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exploration and understanding of car~ving in at least four important ways: a) caregiving 
is an intensely lived experience, socially created within cultural, familial, and socio-
historical contexts; b) transitions in family relationships, including those associated with 
caregiving, occur and socially constructed meanings result from such transitions 
(Bengtson & Allen, 1993); c) interaction within families and social construction of 
meanings take place within the broader socio-cultural, historical context (Bengtson & 
Allen); d) caregiver perception plays a key role in the construction of meaning ofthe 
Jived experience of caregiving and the appraisal of the role and social support (Stuckey & 
Smyth, 1997; Thoits, 1995). 
Exploration of caregivers' perceptions of their caregiving experience, of their 
quality of life, and oftheir online and face-to-face social support is consistent with the 
constructivist paradigm. Language is considered the primary vehicle for constructing and 
transmitting meaning (Holstein & Gubrium, 1998). The investigator in the current study 
was interested in the relationship between the use oflanguage and the description of 
reality. The goal of the constructivist researcher is to understand and interpret the 
complex world of lived experience from the point ofview ofthose who live it (Schwandt, 
1998). Inquiry into personal experience is also socially constructed and approached 
through dialogue and interpretive interaction between the investigator and the caregiver. 
~) Caregiving Research 
Caregiving has been the topic of multidisciplinary research for almost four 
decades. The empirical study of caregiving has yielded broad consensus on at least three 
phenomena: a) family caregiving is complex, multi-layered and multi-faceted (Allen et 
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al., 2000); b) caregiving can be stressful and disruptive of the caregiver' s life (Zarit, 
1994); c) heterogeneity characterizes older adults, caregivers, and caregiver needs 
(Cantor, 1994; Tennstedt, 1999). 
Caregiver Stress and Burden 
Caregiver stress and burden has been named the most-researched gerontological 
topic for several decades (Allen et al., 2000; Lawton, Moss, Kleban, Glicksman, & 
Rovine, 1991; Thompson, Futterman, Gallagher-Thompson, Rose & Lovett, 1993; Zarit, 
1994). Thousands of professional research articles published in the last quarter ofthe 20th 
century addressed the topic of caregiving in aging and mental illness contexts (Dwyer & 
Youngblade, 1999). 
Most research on caregiving has been guided, either implicitly or explicitly, by 
theoretical stress models investigating how stressors affect well-being and how the 
presence of mediating factors affects stressors (Thompson et al., 1993; Zarit, 1994 ). 
Specifically, variations ofLazarus and Folkman's (1984) theory of stress and coping 
have grounded much of the empirical caregiving research (Lawton, et aJ., 1991; Lawton, 
Moss, Hoffman, & Perkinson, 2000). Briefly, this perspective posits that any 
environmental situation (the stressor) could be potentially harmful if judged by the 
individual as a threat to the individual (primary appraisal). If considered to be 
threatening, harmful, or challenging, "a process of secondary appraisal begins whereby 
the person judges whether the methods available for dealing with the potential stress 
(coping mechanisms) are adequate," (Lawton et al., 1991 , p. 181). These subjective, 
secondary responses (appraisals) are considered the person 's ongoing evaluation of the 
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quality ofhis or her caregiving. Appraisals, in turn, serve as mediators between the 
demands of caregiving and the outcome of psychological well-being (Lawton et aJ., 
I 991). 
The research construct burden was developed by Zarit, Reever, and Bach-
Peterson ( 1980) in research with caregivers of relatives with dementia. Across several 
decades conceptualizing, defming, and measuring caregiver burden have remained 
arduous tasks for rese~chers (Vitaliano, Russo, Young, Becker, & Maiuro, 1991). 
Methodological concerns have contributed to the lack of consistent findings in relating 
caregiver burden and care receiver functioning (Vitaliano, Young, & Russo, 1991). 
Scholars have recognized the multidimensional nature of the stressors associated 
with caregiving, the mediating factors, and caregiver responses in acknowledging the 
complexity of the association between caregiver outcomes and situational demands 
(Vitaliano, Russo, Young, Teri, & Maiuro, I 991). The dynamics ofthe relationship of 
multiple factors in the caregiving context illustrate the need for multivariate research and 
intervention. 
Advances in Conceptualization ofCaregiving 
Advancements in conceptualization have furthered the understanding of 
caregiving as a dynamic process over time. Two models that have contributed to the body 
of literature are discussed. Progress in distinguishing types of caregiver burden is also 
described. 
Stress process model. Many consider the caregiver stress process model (PearJin 
et aJ. , 1990) an important advancement in the conceptualization of caregiver stress and 
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burden (Zarit, 1994). According to Pearlin and colleagues, more complex concepts of 
stress and coping were needed to examine the impact of caring for a family member with 
a prolonged chronic condition, such as Alzheimer's disease. The stress process theory 
was fonnulated to express the multiple dimensions ofthe caregiving experience in which 
relationships and conditions are not static, but dynamic over time. 
Four domains comprise the stress process mode~ each with multiple components 
(Pearlin et al., 1990). The domains are described as follows: 
a) Background and contexts -the effects of ascribed statuses, such as age, 
gender, ethnicity, and social and economic conditions. 
b) Stressors - functional and cognitive status of the care receiver, including 
problem or resistant behaviors, role strains, self-concepts, and psychological 
states. 
c) Mediating conditions - coping (behaviors and practices of individuals as they 
act on their own behalf) and social support (instrumental and expressive 
assistance from others). 
d) Outcomes- depression, anxiety, cognitive disturbance, physical health, and 
yielding ofthe role of caregiver (institutionalization of the care receiver). 
Appraisal model. The appraisal model proposed by Lawton and colleagues 
assembled subjective and interpretive variables together into the concept appraisal 
(Lawton, Kleban, Moss~ Rovine, & Glicksman, 1989; Lawton, et al. 1991 ; reviewed in 
Yates, Tennstedt, & Chang, 1999). Appraisal, then, was added as a dimension to the 
Pearlin stress process model. According to Lawton et al. {1989), caregiving appraisal is 
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defined as "all cognitive and affectional appraisals and reappraisals of the potential 
stressor and the efficacy of one's coping efforts" (p. 61). 
Consideration of caregiver appraisal supported the constructivist notion that 
whether a caregiving demand is stressful is a matter of subjective appraisal. Therefore, 
the appraisal model allows for the possibility of positive aspects of caregiving (Lawton et 
al., 1989). Dimensions of the appraisal construct were identified as caregiving 
satisfaction, perceived caregiving impact, caregiving mastery, and subjective caregiving 
burden (Lawton et al., 1989; Lawton et al., 1991). 
Mastery can be described as a "positive view of one' s ability and ongoing 
behavior during the caregiving process" (Yates et al., 1999, p.16). Another interpretation 
of mastery is a relatively stable view of the selfthat includes the expectation that one is 
able to exercise control over forces importantly affecting one's life (Pearlin et al., I 990). 
Both definitions imply that mastery can have a positive impact in caregiver distress 
(Yates et al.). 
Distinguishing objective and subjective burden. An important step in the 
development of caregiving research was the conceptualization and operational 
development of the concept of burden (Montgomery, Gonyea, & Hooyman, 1985). 
Significantly, researchers recognized the "importance of separating events, happenings, 
and activities (i.e., objective measures of burden) from feelings, attitudes, and emotions 
(i.e., subjective measures of burden)" (Montgomery, et al., p. 20). 
In caregiving studies, objective burden is generally operationalized as care 
receiver functional status indicators. The amount of assistance needed by the individual is 
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commonly assessed using a checklist of activities necessary for independent living. 
Activities of Daily Living (ADLs) include basic tasks required during the course of daily 
life--eating, bathing, dressing, toileting, walking inside the house, getting in and out of 
bed or chair, and brushing teeth and hair (Katz. Ford, Moskowitz, Jackson, & Jaffe, 
1963). More complex tasks of household management, called Instrumental Activities of 
Daily Living (IADLs), include the following duties: shopping for groceries or personal 
items, cooking, doing laundry, managing money, performing light or heavy housework, 
using the telephone, taking medicines, driving or taking a bus, and getting around outside 
the house (Lawton & Brody, 1969). Objective burden is often defined as the number of 
ADLs and IADLs that the caregiver provides for the care receiver. 
Subjective caregiving burden has been defined as the "perception of 
psychological distress, anxiety, depression, demoralization, and generalized loss of 
personal freedom attributed directly to caregiving" (Lawton et al., 1991, p. 182). 
Caregiver burden has generally been operationalized as the caregiver's subjective 
response to aspects of stress (Montgomery et al., 1985; Lawton et al. , 1991 ). 
Methodological Issues 
Among the methodological concerns in the caregiving literature are those 
regarding defmition, measurement and sampling bias. A brief discussion of each follows. 
Definitional. A broad range of meanings for the term "caregiver" has 
characterized caregiving research. Multiple defmitions across caregiving studies have led 
to ambiguities and challenged the replication of research (Barer & Johnson, I 990). 
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Measurement. Measurement issues have concerned researchers (Vitaliano, Young 
et al., 1991). The content validity of burden measures specifically designed for one type 
of care recipient (for example, persons with Alzheimer's disease) or caregiver population 
(for instance, spouses) is questionable in other populations (Vitaliano, Young et al.). 
Sampling bias. Selection bias of participants in studies has been an issue in 
caregiving research. In the majority of community-based research, recruitment of 
caregiver participants has been sought through mailing lists of support groups, agencies, 
or service providers (Barer & Johnson, 1990; Mortimer, Boss, Caron, & Horbal, 1994). 
Selection of caregivers from among those who have sought help is not considered 
random sampling. Individuals who seek services may be either unusually resourceful or 
extremely distressed, and thus, unrepresentative of those who do not seek assistance. ln 
addition, dependence on self-selected samples has led to an overrepresentation of middle-
class, non-minority participants (Mortimer et al.). 
Outcomes of Caregiving 
The literature described at least four potential outcomes of the caregiving 
experience. Most prominent in caregiving research are studies that examined psychiatric 
and physical morbidity and the psychological impact of caregiving. Other outcomes 
included adaptation to the role and institutionalization of the care receiver. 
Psychiatric and physical morbidity. Often cited across multidisciplinary caregiver 
research is the classic critical review of caregiver stress literature by Schulz, O'Brien, 
Bookwala, & Fleissner (1995). The authors reviewed 41 research studies and assessed the 
prevalence and magnitude of psychiatric and physical morbidity effect among caregivers 
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of individuals with dementia. Findings indicated that the evidence linking dementia 
caregiving and psychiatric health effects is robust. Virtually all studies offered evidence 
of"elevated levels of depressive symptomatology among caregivers" (Schulz et al., p. 
787). Furthermore, studies using diagnostic interviews consistently revealed that 
caregivers exhibited a higher prevalence of clinical depression and anxiety than did 
population norms or control groups (Schulz et al.). 
However, the authors reported a less distinct pattern of physical morbidity effects 
across studies. While caregivers perceived their health to be worse than non-caregivers, 
evidence was weak and inconsistent linking caregiving to reported illnesses, 
symptomology, health care utilization, health-related behaviors, or indicators of 
cardiovascular functioning (Schulz et aJ., 1995). 
Significantly, Schulz and colleagues (1995) confirmed two patterns that emerged 
from the review. First, predictors of negative psychiatric health outcomes among 
caregivers, including income level, perceived stress, life satisfaction, and self-
esteem/mastery, are also common within populations other than caregivers. Similarly, the 
relationship between physical health morbidity and depression, anxiety, and social 
support are also established in the general stress literature. Second, a unique association 
was revealed across studies of caregivers of individuals with dementia. Problem 
(disruptive and asocial) behaviors ofthe care receiver were consistently linked to 
psychiatric and physical morbidity of the caregiver, and care receiver cognitive 
impairment was associated with physical morbidity of the caregiver (Schulz et al.). 
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Dramatic results of a recent study provided evidence that spousal caregiving 
characterized by strain was a risk factor for mortality (Schulz & Beach, 1999). The 
Caregiver Health Effects Study (CHES), an ancillary study of the Cardiovascular Health 
Study (CHS), was a large population-based, longitudinal project assessing spousal 
caregivers and matched controls. Controlling for sociodemographic factors and baseline 
prevalent and subclinical disease, data indicated the following: 
Caregivers who provide support to their spouse and report caregiving strain were 
63% more likely to die within 4 years than non-caregivers. However, those with 
disabled spouses but providing no help and those caring for a disabled spouse but 
reporting no strain did not have significantly higher mortality rates than non-
caregivers. (p. 2215) 
Psychological well-being. The operationalization ofpsychological well-being has 
varied across studies limiting integration of research findings (George, 1996). However, 
depressive symptomatology has often been used as an indicator of psychological well-
being (Schulz & Williamson, 1991). 
Studies have revealed strong association between care receiver physical and 
cognitive decline and increased depressive symptomatology among caregivers. In a 2-
year longitudinal study of depression among male and female caregivers of individuals 
with Alzheimer's disease, four variables were significantly related to depression: 
frequency of patient problem behaviors, satisfaction with social contacts, perceived social 
support, and quality of the prior caregiver/care receiver relationship (Schulz & 
Williamson, 1991 ). Significantly, 45% ofthe sample remained free of depressive 
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symptoms throughout the study period. Another group representing 41% ofthe 
respondents exhibited fluctuating patterns of symptomology, and a smaller percentage 
(13.7%) were reported to be consistently symptomatic. The prevalence of individuals in 
the sample indicating depressive symptomology was considerably higher when compared 
with a representative of non-caregiving adults (Schulz & Williamson). A greater number 
of female than male caregivers scored within the range of depression. However, 
significantly more male caregivers who were at normal levels at the outset of the study 
exhibited depressive symptomology over time. 
"Wear and lear " and "adaptation. " Lawton et al. (2000) reviewed two 
conceptualizations of outcomes with regard to caregiver stress--the "wear-and-tear 
hypothesis" and the contrasting "adaptation hypothesis." The "wear-and-tear hypothesis" 
(Townsend, Noelker, Deimling, & Bass, 1989) suggested that the ongoing and 
progressive demands of the caregiving role accumulate, resulting in "widespread and 
continuing erosion of the caregiver's resources and well-being" (Lawton et aL, 2000, p. 
438). This perspective would predict a steady decline across time in the quality of 
caregiving appraisal and the mental and physical health of the caregiver. 
An opposing view was taken by the "adaptation hypothesis" (Helson, 1964 ). 
From the "adaptation" perspec6ve, caregiving demands are the heaviest during the 
beginning stages of caregiving, but subjective stress may diminish over time through 
several adaptive processes within the caregiving context. These processes include 
learning to master the caregiving tasks or establishing new adaptation levels for one's 
own behaviors and psychological states. Hence, the "adaptation hypothesis" would 
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expect the strongest decline in caregiver well-being to occur during the initial adjustment 
to the caregiving role, followed by a leveling off or improvement as the caregiver adapts 
to the demands of care (Lawton et al., 2000). 
Institutionalization of the care receiver. Findings ofthe National Long-Term Care 
Survey, 1982-1984, indicated that caregiver burden, as well as non-use of formal 
services, were significant positive predictors of care receiver institutionalization (McFall 
& Miller, 1 992). Similar results were reported in a 3-year longitudinal study of caregivers 
of individuals with Alzheimer's disease (Aneshensel, Pearlin, Mullan, Zarit, & Whitlatch, 
1995). Caregiver distress, along with the constructs "role captivity" and "economic 
strain," were associated with the decision to place the care receiver in institutional care. 
In the sample of 555 caregivers, adult children were more likely than were spouses to 
report feeling captive by the role ofcaregiving (Aneshensel et al.). 
Specificity in Caregiving Research 
As the body of caregiving research expanded and matured, the need for specificity 
among factors within the caregiving context became apparent. Researchers have worked 
to make distinctions with regard to variable demographic contingencies, relationships, 
and health conditions, including age and gender of the caregiver, caregiver/care receiver 
relationship, and care receiver functional and cognitive status. 
Care receiver cognitive status. One subset of caregivers has been the target of 
research attention--persons who care for family members with Alzheimer's disease (AD) 
or related dementia (Pillemer & Suitor, 1996a). There is considerable empirical evidence 
ofthe unique challenges faced by the caregivers of individuals with AD and related 
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dementia (Pearlin et al., 1990; Ory, Hoffina~ Yee, Tennstedt, & Schulz, 1999; Tennstedt, 
1999). The demands of dementia caregiving are generally higher than those of non-
dementia caregiving, and duration is often longer (Ory et al.). These caregivers face the 
triple jeopardy of emotional stress, physical and financial burdens, and, in some cases, 
apathy or hostility from the person for whom they care (Ory et al.). 
Caregivers of persons with AD and related dementia are twice as likely as other 
caregivers to be providing the highest levels of care, more than 40 hours per week 
(Alzheimer's Association & National Alliance for Caregiving, 1997). In addition, many 
contend with care receiver behavioral problems, such as wandering, screaming, or 
destroying property (Ory et al., 1999). For both men and women caregivers of persons 
with AD, the primary patient characteristic that was associated with symptoms of 
depression was not the physical functional status of the care receiver, but the number of 
problem behaviors (e.g. , wandering, asking repetitive questions, or losing things) (Schulz 
& Williamson, 1991). 
According to the 1997 national caregiving survey, one-quarter of all caregivers 
are providing assistance to persons with dementia (Atienza, Collins, & Killg, 200 I ; N AC 
& AARP, 1997). Researchers have urged that both empirical study and intervention 
programming consider the unique dimensions of dementia caregiving (Ory et al., 1999; 
T ennstedt, 1999). 
Gender. Gender differences among caregivers have been studied empirically 
(Miller & Cafasso, 1992; Monahan & Hooker, 1995; Mui, 1995; Parks & Pilisuk, 1991 ). 
Men and women provided different patterns of assistance based on gender-related 
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divisions oflabor (Monahan & Hooker). Women caregivers reported more frequent, 
intensive, and affective involvement in the caregiving role and more associated 
psychological costs than did men caregivers (Parks & Pilisuk, 1991). Miller and Cafasso 
( 1992) meta-analyzed 14 studies of gender differences among caregivers and concluded 
that female caregivers were more likely to carry out personal care and household tasks 
and also were more inclined to report greater burden. 
In addition, a significantly greater number of caregiving wives than husbands 
indicated that their physical health was affected by the demands of the role (Monahan & 
Hooker, 1995). In terms of depressive symptomology, female caregivers expressed more 
stress and more depressive symptoms than did men in the caregiving role (Bookwala & 
Schulz, 2000; Yee & Schulz, 2000). However, in a longitudinal study, men were more 
likely than women to experience increases in symptoms of depression over a 2-year 
period of caring for a family member with dementia (Schulz & Williamson, 1991). 
Researchers have explored caregiver gender with regard to intergenerational 
care giving (Starrels, Ingersoll-Dayton, Neal, & Yamada, 1995). A consistent fmding is 
that adult daughters provide more care to their parents than do adult sons. Daughters tend 
to be their parents' primary caregivers, whereas sons contribute secondary or back-up 
support. Furthermore, men who assumed the primary caregiver role were most often only 
children, in all-male families, or the only child in close proximity to an aging parent 
(Starrels et al.). In attempting to explain observed gender differences in caregiving, Mui 
( 1995) suggested that older husband and wife caregivers seemed to respond to the 
36 
demands of their caregiving differently, perhaps because of differential meaning 
attributed to caregiving and differential methods of coping. 
Caregiver/care receiver relationship. Researchers have noted distinctive patterns 
of response to the caregiving role according to the caregiver's relationship to the care 
receiver (Lawton et al., 1991 ). Evidence has shown that spousal caregivers need to be 
considered distinctly from other caregivers (Mui, 1995). Yet, spouses cannot be treated as 
a homogeneous group since husbands and wives have different experiences as caregivers 
(Mui). 
One theoretical model of caregiver burden was tested longitudinally to assess the 
importance of care receiver and caregiver variables in predicting burden in spousal 
caregivers (Vitaliano, Russo, Young, Becker, et al., 1991 ). Components ofthe model 
included exposure to stressors (care receiver's level of functioning), vulnerability 
(demographic factors, caregiver heath, and anger), and resources (coping strategies, 
beliefs, and social supports). Results indicated that caregivers with initially high levels of 
anxiety, anger, and physical health problems were more vulnerable to burden over time. 
Lawton et al. ( 1991 ) offered explanation for the divergent pathways for spousal 
and adult child caregivers of persons with Alzheimer's disease. For adult children caring 
for a parent with cognitive difficulties, the role of caregiver is superimposed on existing 
roles and responsibilities. In contrast, for spousal caregivers, adaptation to caregiving 
demands seemed more aligned with the marital relationship and may be characterized as 
a full commitment to the role. 
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Caregivers in Multiple Roles 
The majority of caregivers of older adults maintained multiple roles (NAC & 
AARP, 1997; AARP, 2001). Employment, parenthood, and family relationships required 
expenditures of time, effort, and physical and emotional energy in addition to the 
responsibilities of caregiving. 
Employed caregivers. According to the 1996 national caregiver survey, 64% of all 
caregivers participating in the study were employed--52% full-time and 12% part-time 
(NAC & AARP, 1997). Employed caregivers were more likely to report family conflict 
over caregiving (24%) than were caregivers who were not in the workforce (16%). More 
than half (54%) of working caregivers indicated that they had made changes in their daily 
work schedules to accommodate their caregiving responsibilities. Twenty percent of all 
caregivers who had worked responded that they left their jobs either temporarily or 
permanently while occupying the caregiving role. Of these individuals, II% took a leave 
of absence, 4% opted for an early retirement, and 6% gave up work entirely. 
The MetLife Juggling Act Study was conducted by the MetLife Mature Market 
Institute (1999), the National Alliance for Caregiving, and the National Center on 
Women and Aging. In-depth interviews with 51 employed caregivers revealed that 
working caregivers may incur significant losses in career development, salary, and 
retirement income, and substantial out-of-pocket expenses as a result of their caregiving 
obligations. Forty percent of survey respondents reported that caregiving responsibilities 
affected their ability to advance at the job in one or more of the following ways: passed 
up job promotion or training; declined a job transfer; or were unable to acquire new job 
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skills. Nearly two-thirds of the caregivers also indicated loss of income and Social 
Security benefits (MetLife, 1999). 
In addition to the economic impact on caregivers, caregiving obligations affected 
employer costs through reduced worker productivity and increased employee turnover, 
absenteeism, and early retirement (Metropolitan Life Insurance Company, 1997). Results 
of a MetLife study indicated that U.S. businesses lost $11.4 to $29 billion per year as a 
result of employee patterns associated with caregiving (MetLife, 1997). 
"Sandwich generation. " A survey conducted by AARP (200 I) revealed the 
family caregiving attitudes and behaviors of a multi-cultural sample of middle-aged 
Americans. Called the "sandwich generation," this cohort of persons between 45 and 55 
years of age, often handled responsibilities of care for both their children and their 
parents. Results of a national telephone survey of2,352 midlife White Hispanic, African 
American, and Asian American adults indicated that 44% of the participants had living 
parents, and/or in-laws, as well as children 21 years of age or under. Although the 
majority of the sample reported comfortable management oftheir responsibilities, almost 
20% stated that they experienced stress generated by the care needs of younger and older 
family members. 
Assessment of Caregivers ' Needs 
Relatively little research has been directed specifically toward investigation and 
assessment of caregivers' expressed needs. Several studies are reviewed that have 
relevance for this research. 
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Participants in the NAC survey in 1996 were asked to respond to questions 
regarding the kinds of help, information, or support that they would use or would have 
used (NAC & AARP, 1997). While 38% of the sample indicated an answer of"Don't 
Know" and 19% replied ''None/No Help," 17% responded that they needed free time, 
time for self, or a break. Only 6% of caregivers reported that they would have used 
someone to talk with, counseling, or a support group. In contrast, the National Alliance 
for Caregiving survey of baby boomer women caregivers reported that 76% of those 
sampled indicated that the most helpful information they could have received during the 
past year was how to deal with stresses of giving care (NAC, 1998). 
A study conducted with caregivers of persons with dementia in Canada 
investigated the use of and interest in various support strategies, such as telephone, 
newsletter, and computer supports (Colantonio, Cohen, & Pon, 2001 ). Consistent with 
much ofthe service use research, the telephone survey indicated that the majority of the 
146 respondents exhlbited low usage of support services. Overall, 39% of the caregivers 
reported ownership of personal computers; a small number ofthem (28%) expressed 
interest in receiving information and support via this medium. However, a significant 
relationship between age and interest occurred, with younger caregivers having the 
greatest interest in using computer support. For caregivers under the age of65 years, 79% 
were most interested in computer support. Caregivers in the sample who indicated high 
levels of depressive symptomatology were again most receptive to the idea of computer 
support service. The authors anticipated that caregjvers of the future will be even more 
interested in this mechanism of service delivery. Researchers concluded that future 
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research and intervention should address what types of support through computer are 
most valued by caregivers (Colantonio et al.). 
Researchers have identified areas of most concern reported by family caregivers 
in counseling (Smith, Smith, & Toseland, 1991). Issues that caregiving daughters and 
daughters-in-law elected to work on during counseling sessions were content analyzed. 
Categories of the caregivers' most pressing problems were reported as follows: 
improving coping skills (time management, dealing with stress, other coping 
mechanisms) - 29%; family issues (regarding husband, siblings, children)- 17%; 
responding to the care receiver's needs (emotional/behavioral, physical safety, 
legal/fmancial) - 16%; eliciting formal and informal support- 10%; guilt and feelings of 
inadequacy- l 0%; long-term planning - 1 0%; and quality of relationship with care 
receiver- 8%. The researchers stressed the importance of consideration of the unique 
needs of the individual caregiver (Smith et al.). 
(j} Social Support 
Study of social support developed from research on stress (House, 1981). Since 
the 1970s, multi-disciplinary research has focused on the concept of social support as it 
affects health and well-being (Cohen & Syme, I 985). In the broadest view, social support 
is a complex construct that encompasses at least the following components: a) support 
schemata- perceptions of the availability of others upon whom they can rely for support 
(commonly referred to as "perceived support"), b) supportive relationships - expectations 
about how specific supportive others are likely to respond when assistance is needed, and 
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c) supportive transactions - behavioral supportive transactions between at least two 
individuals (Pierce, Sarason, Sarason, Joseph, & Henderson, 1996). 
For the purposes of this study, social support is considered a metaconstruct 
representing the instrumental, emotional, and informational assistance provided to 
individuals by others (Miller, Townsend, Carpenter, & Montgomery, 2001; see Sarason, 
Sarason, & Pierce, 1990; Thoits 1995, for summaries). Over several decades, studies of 
social support have conceptualized and operationalized the phenomenon in various ways 
resulting in inconsistent findings. The results of the large number of caregiver support 
studies "cannot be easily integrated because, in addition to different sample selection 
procedures, different measures of stressors, support, and distress outcomes have been 
used" (Miller et al., p. 249). 
Models of Social Support 
Researchers have considered the processes through which social support has a 
beneficial effect on well-being (Cohen & Wills, 1985). At least three models of social 
support have been supported in the literature--main effects, buffering, and mediating 
(Miller et al. , 200 l ). Main effects models propose that social resources have a generalized 
beneficial effect regardless ofthe stressor condition (Cohen & Wills; Miller et al. ; Thoits. 
1995). This kind of support is related to "overall well-being because it provides positive 
affect, a sense of predictability and stability in one 's life situation, and a recognition of 
self-worth" (Cohen & Wills, p. 311). The buffering model posits that support buffers 
(moderates) or intervenes between a stress event and a stress reaction by tempering the 
stress appraisal response (Cohen & Wills; Thoits, 1995). Mediating models examine 
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possible underlying mechanisms of the relationship between social support and well-
being (Atienza et al., 200 I; Miller et al.; Tho its, 1995). 
Conceptualization Issues 
Several issues related to the conceptualization of social support have been the 
focus of scholarly work. The confounding of various constructs within the literature has 
been discussed: social support and social networks, potential support and support that is 
actually received, and distinct types or functions of social support in aggregated measure 
tools (Thompson et al. , 1993). 
Social support and social networks. It is important to distinguish between the 
structural aspects of the support network and the support functions that occur in 
supportive relationships (Pearlin, Aneshensel, Mullan. & Whitlatch, 1996; Thompson et 
al., 1993; Vrabec, 1997). Although social network and social support are considered 
distinctly different constructs, they are inextricably connected (Pearlin et al., 1996). The 
support network has been described as the structural social support system, the number 
and composition of interpersonal ties upon whom an individual relies for assistance. The 
functional properties of the social network are the perceived and received types of aid 
from others (Thoits, 1982; Vrabec). Functional social support has been defmed as "an 
interpersonal transaction involving one or more of the following: a) emotional concern -
liking love, empathy: b) instrumental aid - goods and services; c) information- about 
the environment: c) appraisal - information relevant to self-evaluation" (House, I 981 , p. 
39). 
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Perceived (potential) and received social support. Theorists have argued that 
perceived social support is conceptually distinct from received (or actual) social support 
(Atienza et aJ., 2001; Pear lin & Schooler, 1978; Sarason et al., 1990; Tho its, 1995). Thus, 
researchers recognized the importance of distinguishing between the availability and 
potential of social resource and the actual use of that resource. Perceived social support is 
the general cognitive appraisal that support from others will be available when needed 
and that social connections to others are secure (Atienza et al., Cohen & Wills, 1985; 
Stuckey & Smyth, 1997). In contrast to perceived support, received social support 
generally refers to "actual administered aid or the behavior of engaging in positive 
interpersonal social exchanges" (Atienza et aJ., p.130). 
Researchers have purported that individuals with high levels of perceived social 
support appear to be more resistant to the adverse psychological effects of environmental 
stressors than are individuals with relatively low levels of perceived support (see review 
by Cohen & Wills, 1985). The effects of perceived social support, especially the effects 
of perceived emotional support, have been most frequently studied. Furthermore, the 
perception or belief that emotional support is available appears to be a much stronger 
influence on mental health than the actual receipt of social support (Tho its 1995). 
Some researchers have demonstrated that the construct of perceived social support 
is not constant and may fluctuate as a result of chronic environmental stress. Prolonged 
stress can interfere with the buffering effects of social support (Lepore, Evans, & 
Schneider, 1991 ). Social support can erode as a result of chronic stress, to the extent that 
it no longer functions as a buffer. 
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Concept of "Matching" the Source of Social Support and Recipient 's Needs 
Researchers have argued that support may reduce psychological distress "only 
when a match exists between the source of support and the source of the stress, or 
between the support function and the recipient's needs" (Jackson, 1992, p. 363). The 
notion of"matching" may attempt to answer the classic question crucial to the 
understanding and measurement of social support: "who gets how much of what kinds of 
supportfrom whom regarding which problems" (House, 1981 , p. 39). Thoits (1995) 
called for research to investigate the optimal matches between individuals' socio-
emotional needs and support received. Other researchers have referred to the matching 
concept as the specificity hypothesis (MiJJer et al., 2001 ). The latter acknowledged that 
research in this area has yet to fully answer questions concerning the many complexities 
that may impact the match between supportive benefits and individual needs. 
(;} Caregiving and Social Support 
Social support is considered one ofthe primary mediators in explaining variability 
among caregivers in response to burden and stress (Pearlin et al., 1990). Studies of social 
support in the context of caregiving have provided evidence to support both the main 
effects model and the buffering effects model of social support (Thompson et aJ., 1993; 
Yates et aJ., 1999). 
Consistent with the general social support research, Stuckey and Smyth (1997) 
reported evidence that social ties (social network) and social support are separate 
constructs. In a sample of caregivers of persons with Alzheimer's disease, the subjective 
perception of adequacy of social ties was more germane to explaining caregiver health 
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outcomes than was the objective number of social ties. The researchers suggested that the 
positive impact on both caregiver objective and subjective assessment of physical health 
was derived from knowing that the social resources were available, regardless of whether 
or not they were actually called upon (Stuckey and Smyth, 1997). 
What Kinds of Support Receivedfrom Which People 
As in the general social support literature, much ofthe inquiry of social support in 
the caregiving context has revolved around "who gets how much of what kinds of support 
from whom regarding which problems" (House, 1981, p. 39). Social support researchers 
have investigated the significance of who provides support to caregivers (Pillemer & 
Suitor, 1996a; Pillemer & Suitor, l996b; Suitor et al., 1995) and what type of support is 
provided (Thompson et al., 1993; Yates et al., 1999). 
Experiential similarity. Pillemer and Suitor (l996a; 1996b) described the concept 
experiential similarity as those individuals sharing a common experience. Results of 
several studies have indicated that caregivers may benefit from association with others 
who have had a simjJar experience (Pillemer & Suitor, 1996a; Pillemer & Suitor, 1996b; 
Suitor et al. , 1995). Pillemer and Suitor (1996a) interviewed 254 caregivers of relatives 
with Alzheimer's disease who were referred by physicians. Participants reported on the 
social network of individuals who had made easier their caregiving activities. Controlling 
for caregiver characteristics (subjective physical health status and gender) and contextual 
variables (relationship to care receiver, co-residency with the care receiver, amount of 
care provided, and problematic behaviors), the researchers found that having other 
caregivers with similarity of experience in the caregiver's social network was strongly 
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associated with lower levels of depression (Pillemer & Suitor, 1996a). The association 
was most robust for those caregivers reporting the highest stress. The authors suggested 
that caregiver interventions that increase the number of status-similar individuals in the 
social network could improve caregiver well-being (Pillemer & Suitor, I 996a). 
Similar results were found in a study of two groups of women experiencing recent 
life transitions--one group was returning to college and the other was assuming the role of 
caregiver to an aging parent (Suitor et al., I 995). Data from both groups demonstrated 
that experiential similarity was the only variable that consistently differentiated between 
associates who were or were not sources of support or stress after the transition to either 
family caregiver or returning student. 
However, the importance of experiential similarity may wane with time. Suitor 
and Pillemer (1996) explored the patterns of social support and interpersonal stress of 
married daughters caring for parents with dementia across their frrst two years in the 
caregiving role. Findings in the study indicated that experiential similarity became less 
salient over time. The researchers proposed that, as caregivers became more confident 
and gained mastery of their role, they relied more on their own experience, rather than the 
experience of others (Suitor & Pillemer). 
Types of social support. Contributors to and mediators of caregiver psychological 
well-being were investigated to determine the role of caregiver internal resources 
including mastery and perceived emotional support (Yates et al., 1999). Findings 
provided evidence that regardless of the functional and cognitive status of the care 
receiver or the presence of problem behaviors (primary stressors), caregiver mastery and 
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perceived emotional support positively affected caregiver overload and depression. 
Caregivers with high levels of mastery perceived less overload and were at lower risk of 
depression. Similarly, those who reported higher levels of emotional support were at 
lower risk of depression (Yates et al. ). Results of the study confirmed earlier research that 
emotional support may be the most important type of support in affecting stress and 
health (House, 1981 ). 
Another study yielded findings of a different nature. Thompson and colleagues 
(I 993) assessed the relationships between six different types of social support (intimate 
interaction and confiding, positive feedback, advice, material aid, physical assistance, and 
social participation) and five measures of caregiver burden with a sample of caregivers of 
frail older adults. More than emotional support (intimate interaction and confiding), 
social interaction contributed to caregiver well-being and mediated caregiver burden. The 
researchers suggested implications for intervention models aimed toward increase of 
caregiver social interaction in pleasant activity. 
Social Support and Psychological Well-being 
PiJlemer and Suitor (1996b) reviewed research on social support and caregivers of 
persons with Alzheimer's disease and reported the following general findings: 
I) Becoming an AD caregiver has serious and detrimental effects on 
social relationships. Caregivers experience constrictions in their social lives 
and disruptions in relations with friends and family. 
2) Perceived adequacy of support appears to be related to measures of 
psychological well-being among caregivers. 
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3) Quantitative measures of contact and instrumental assistance are not 
consistently related to caregiver well-being. 
4) Social support is not related to the decision to place the care recipient in a 
nursing home. (p. 475) 
Situational Control and Social Support 
Researchers have not thoroughly investigated the potential mechanisms through 
which perceived social support is linked to psychological well-being (Atienza et al., 
2001 ). One proposed mechanism--a sense of control--has been investigated as a mediator 
between perceived social support and caregiver mood {Atienza et al.). The study involved 
monitoring of mood changes offemale caregivers in the natural environment. Results 
suggested that caregivers with greater perceived support were less emotionaJly reactive to 
stressors because of: in part, sustained or increased situational control. 
(}__ 1 Internet Research 
A growing body of research has focused on Internet use patterns, computer-
mediated communication (CMC), and the impact of the Internet on American social life. 
The following section will review work in each of these areas. 
Internet Use by Women and Older Adults 
Since 1997, men and women have had approximately equal rates of computer use 
(NTIA, 2002). Prior to 1997, men used the Internet with greater frequency than did 
women. By August 2000, the difference had diminished, and in September 2001, the 
Current Populations Survey reported equal Internet use for men and women (NTIA, 
2002). 
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Older adults in America are among those least likely to own a home computer and 
access the Internet. According to the August 2000 Census, 24.3% ofthe 21.8 million 
households with individuals age 65 or older, had a computer (AOA, 200Je). Of these 5.3 
million households, 3 .9 million (17.7%) had Internet access. On an individual basis, 9.3 
million (28.4%) of the older persons had a home computer and 4.2 million (12.8%) used 
the Internet at home (AOA, 2001e). Although about 54% of all Americans go online 
(NTIA, 2002), only 15% of Americans 65 years of age and older have access to the 
Internet (Fox, 2001 ). 
Older adults comprise 13% ofthe U.S. population, but just 4% of all Americans 
online (Fox, 2001). In a recent study, part of the ongoing Pew Internet & American Life 
Project (2000), researchers surveyed 26,094 adults, 18 years of age and older, between 
March and December 2000. A sulrsample of that survey was a group of670 older adult 
Internet users. Referred to in the Pew report as "wired seniors," older adults online were 
more likely than their offline peers to be marriecL highly educated, and wealthy. More 
men than women in this age group were engaged in Internet activities. Although they 
were relatively few in numbers, online older adults were fervent Internet users. Sixty-nine 
percent of wired seniors reported going online every day, compared with 56% oflntemet 
users in all age groups (Fox, 2001). 
Computer-medialed Communication 
Since CMC emerged as a method of communication in the late 1980s, "a 
considerable and diverse body of literature has emerged that explores the characteristics 
and implications of CMC" (Soukup, 2000, p. 408). The ways in which interpersonal 
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communication behaviors have been modified or changed by the use of new technologies 
has captured the attention of communication researchers (Parks & Floyd, 1996; Wright, 
1999a). Computer-mediated communication has been defmed as a "process of human 
communication via computers" (December, 1997). Specifically, CMC describes 
exchange media such as email, bulletin boards, user groups, chatrooms, and web pages 
(Soukup). 
At least two broad conceptualizations ofCMC have been presented in 
communication research (for a review, see Parks & Floyd, 1996). One view incorporates 
a comparison mode~ while the other approach supports a uniqueness model. The 
comparison model seeks comparison ofCMC with face-to-face communication (Flaherty, 
Pearce, & Rubin, 1998), online with face-to-face support groups (Davison, Pennebaker, 
& Dickerson, 2000; Wright, 1999a), and online relationships with face-to-face 
relationshlps (Parks & Floyd). 
Early studies of interpersonal relationships within computer-mediated 
environments compared online communication processes with those used face-to- face 
(for a review see Parks & Floyd, 1996 and Walther, 1996). Researchers focused on the 
lack of social presence associated with CMC (for a review, see Wright, 1999a). These 
researchers posited that CMC deprived communicators of relational, visual, and auditory 
cues, as well as social context that support participants' awareness and sensitivity to 
others and results in impersonal and less adaptive communication. Other researchers 
documented that the lack of nonverbal and contextual cues can apparently be overcome 
as individuals adapt and spend more time communicating in online relationships (Parks & 
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Floyd; Walther). Furthermore, personal friendships and even romantic relationships can 
develop and endure (Parks & Floyd). 
In contrast to the comparison model, the uniqueness model views CMC as a 
unique communication context with many complex communicative qualities (Soukup, 
2000). Soukup argued for a theory of CMC in which communication is not viewed as 
merely a 'computerized' version of face-to-face social interaction. New theoretical 
frameworks are needed to accommodate the dynamic, stylistic, and ever-changing aspects 
ofCMC (Soukup). 
Unique levels of interpersonal relationships are possible in technological 
environments (Walther, 1996). Walther initiated the concept of hyperpersonal CMC--
communication that is more socially desirable than individuals tend to experience in 
parallel face-to-face interaction. For some online communicators, a limited-cues 
interaction allows them to "selectively self-present and edit," to construct and reciprocate 
representations of their partners and relations without the interference of environmental 
reality (Walther). The early view ofCMC was that it was impersonal and limiting. 
Walther proposed a new conceptualization that CMC may be liberating in allowing 
individuals to minimize or maximize interpersonal effect (a virtual "putting one's best 
foot forward"). 
The growth of CMC poses "new challenges for understanding social relationships 
both in cyberspace and in general" (Parks & Floyd, 1996, p. 9). According to Parks and 
Walther (1996), online settings create new social contexts for personal relationships, 
blurring the distinctions between written, visual, and face-to-face settings. In a study of 
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several Internet newsgroups, 60% of the participants in the random sample reported that 
they had formed a personal relationship of some kind with someone they first contacted 
online. Nearly two-thirds of those individuals chose to expand personal relationships into 
additional communication channels. Advanced technologies allow the exchange of 
pictures, sound, and video through the World Wide Web, making the reduced-cue 
argument obsolete (Parks & Floyd). 
The Impact of the Internet on Social Life 
With the rapid surge ofhome Internet use and its increasing importance in 
everyday life, researchers have begun to investigate the effect oflntemet use of American 
social life. The Pew Internet and American Life Project is a research initiative ofthe Pew 
Research Center and funded by the Pew Charitable Trusts (Pew Internet & American 
Life, 2000). The purpose of the project is to examine the social impact of the Internet on 
American family life. This section will review some ofthe Pew research fmdings as well 
as other studies directed toward understanding the social implications oflntemet use. 
''The Internet Paradox " 
Kraut and co-investigators at Carnegie Mellon University published study 
findings in which they provided evidence of an "Internet Paradox" (Kraut, Patterson, 
Lundmark, Kiesler, Mukopadhyay & Scherlis, 1998). The paradoxical situation was that 
a "social technology" primarily used for social interaction was "associated with declines 
in participants' communication with family members in the household, declines in the 
size oftheir social circle, and increases in their depression and loneliness" (p. 1017). Part 
of the Carnegie Mellon HomeNet project to investigate the social impact of the Internet, 
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the study involved a 2-year experimental observation of Internet use and social 
interaction, as well as evaluation of psychological well-being with novice Internet users. 
Participants in the research were 256 individuals in 93 families living in one community 
who received a computer, software, and free access to the Internet in exchange for 
agreeing to allow their Internet use to be monitored electronically and to undergo a 
battery of tests. Over a time-span of 12 to 24 months, individual's Internet use was 
related to changes in their social involvement and psychological well-being. The 
researchers suggested a causal link between use of the Internet and depression (Kraut et 
al., 1998). Explaining the association, Kraut and colleagues stated that superficial online 
relationships (weak ties) displaced meaningful (strong tie) face-to-face relationships. 
Results of the study were widely publicized and spurred research to further 
understand how the Internet impacts social life. LaRose, Eastin, & Gregg (2001) sought 
to reformulate the Internet paradox using the self-efficacy mechanism ofBandura's social 
cognitive theory. The researchers posited that self-efficacy constituted an intervening 
variable in the Kraut study and offered the explanation that novice Internet users may 
experience stress-inducing interaction with early adoption of the Internet and later reduce 
stress as they become more efficient with the medium. Walther (1996) argued that the 
experimental nature of the Kraut research raised the question of relevancy to the actual 
experience of newcomers to the onJine experience. Furthermore, Walther stressed the 
possibility that onJine relationships may, in fact, be more intimate (hyperpersonal) than 
their offline counterparts and that the element of time is critical to the development of 
relationships through the Internet. 
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Kraut and associates revisited the issue of the Internet paradox to report that a 3-
year follow-up of208 of the original participants found that negative effects oflnternet 
use had dissipated (Kraut, Kiesler, Boneva, Cummings, Helgeson, & Crawford, 2002). 
An additional longitudinal survey of 406 new computer and television purchasers 
revealed positive effects oflntemet use on communication, social involvement, and weiJ-
being. However, the researchers indicated more positive outcomes for extravert 
personalities and those with more face-to-face social support but worse outcomes for 
introverts and those with less support. 
Pew Internet and American Life Research 
The Pew Internet and American Life Project has published several reports of their 
surveys describing individuals' online activities and participation in online groups. The 
following sections discuss study fmdings on the sociological impact of the Internet. 
Online activities. Refuting the 1996 Kraut study, Pew Internet reported "Internet 
tools broaden users' social worlds" (Pew [nternet & American Life, 2000, p. 7). A 
national survey using random digit sampling of telephone numbers produced a sample of 
3 ,533 adults, 18 years of age or older. The responses of I ,690 online individuals were 
analyzed. Internet users, particularly women, used email to "enrich their important 
re lationships and enlarge their networks" (p. 7). Participants in the survey reported 
incorporation of the Internet into their daily life activities. Each day approximately 50 
million Americans logged on to the Internet, about 48 million sent or read email, and 48 
million engaged in at least one online task. The report concluded that the Internet, 
particularly emaiL was for many users an antidote to isolation, enriching their social lives 
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through improvement of connections with family and friends (Pew Internet & American 
Life). 
In addition to performing email activities, Americans are increasingly seeking 
health information onJine (Fox & Rainie, 2002; Kommers & Rainie, 2002). During the 
month of January 2001, Pew Internet researchers conducted a randomly sampled 
telephone survey of2,391 adults, age 18 years and older in order to track Internet 
activities (Kommers & Rainie). A sub-sample of 1,415 Internet users responded to 
questions about major events or decisions in their lives during the past 2 years. 
Describing one ofthe 15 major life moments explored in the study, 39% oflnternet users 
(approximately 45 million people based on the March 2001 Census Bureau Current 
Population Survey) reported that they had helped another person dealing with a major 
illness. Of those individuals, II million reported that the Internet played an important 
role in their aid to another person. In addition, 4 million Americans indicated that they 
had used the Internet to cope with their own major illness in the past 2 years (Kommers 
& Rainie). 
Another Pew study estimated that 73 million Americans sought health-related 
information online (Fox & Rainie, 2002). The survey of 500 Internet users was conducted 
from June to August 200 I. In the report on "health seekers," researchers used Census 
figures to calculate that 6 million Americans go online in a typical day to search for 
medical advice. Approximately 72% of online women that participated in the survey had 
gone online in search of health information, compared with 51% of online men. Within 
the cohort oflnternet users 50 to 64 years of age, 71% had accessed health-related 
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information through the Internet. The study considered how health seekers evaluated 
information available online. Questions arising about the decision-making processes of 
Internet users led to the inclusion of guidelines provided by the Medical Library 
Association, entitled "A User's Guide to Finding and Evaluating Health Information on 
the Web" (see Appendix H). 
Online groups. Fifty-eight million Americans go online each day (Rainie & 
Packe~ 200 I) engaging in computer-mediated communication (CMC). According to a 
survey conducted through the Pew Internet and American Life Project, 84% oflntemet 
users, or approximately 90 million individuals, have been involved with a group online 
(Horrigan, 2001 ). These groups are considered cyber communities, where people share 
common interests across a wide range of subjects from the whimsical to the intensely 
personal and private (Frankel & Siang, 1999). Among individuals who participated in the 
Pew Internet survey, 28% had contacted a support group for a medical condition or 
personal problem (Horrigan). The same percentage ofthe American Internet population 
would total nearly 30 million individuals. 
Online Social Support 
Although the rise of self-help groups is not a consequence ofCMC, "CMC bas 
almost certainly accelerated the spread of such groups" (Burrows, Nettleton, Pleace, 
Loader, & Muncer, 2000, p. 115). Growing numbers of individuals are participating in 
online support networks perhaps for the same reasons that drive continuation of self-help 
groups in general (Madara, 1997). These groups seem to be meeting people's needs for 
peer support and practical information (Madara). 
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Impetus from Face-to-face Self-help and Mutual Aid Groups 
Interest in online supportive groups developed from previous study of informal 
support systems in the community and group therapeutic work. Considerable empirical 
research has pointed to the efficacy of self-help group work (Caplan, 1974; Gottleib, 
1985; for a review, see Finn, 1999; for a theoretical review, see Gottleib). Such groups 
represent efforts by people who share a mutual problem or experience in order to take 
charge of the circumstances that affect their lives. Self-help groups offer members the 
opportunity to ''pool their experiences, knowledge, and practical information" (Madera, 
1997, p. 10). Davison and colleagues (2000) noted that self-help groups provide many 
potential benefits. These included sharing information and resources; exchanging 
dialogue to examine various components of an issue; discussing ''taboo" topics; 
experiencing commonality of experience, mutual support, problem solving and 
rehearsing; diffusing emotional reactivity; overcoming feelings of alienation and 
isolation; providing opportunities to take the role of helper; and developing inspiration 
and hope (Caplan, 1974). 
An estimated 25 million people participate in self-help groups over the course of 
their lifetime (Davison et al., 2000). Each year approximately 3 to 4 percent ofthe U. S. 
population (8 to II million individuals) will join a self-help group. 
Disciplines Researching Online Social Support 
Online social networks have attracted research interest across several disciplines. 
Researchers in the following areas have published empirical research: communications 
(Wright 1999a, 1999b, 1999c, 2000); gerontology (Smyth & Harris, 1993); nursing 
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(Alexy, 2000; Brennan et al., 1995; Mahoney & Shippee-Rice, 1994; Mahoney et al., 
1998), Library science (White & Dorman, 2000); therapy/psychology (Miller & Gergen, 
1998); preventive medicine (Gustafson, Gustafson, & Wackerba.rth, 1997); and social 
work/sociology (Weinberg, Uken, Schmale, & Adamek, 1995). 
Methodologies. The majority of research on online social support has been 
content analyses (Brennan et al., 1995; Finn, 1999; Klemm et al., 1999; Klemm et al. , 
1998; Leavitt, Lamb, & Voss, 1996; Mahoney et al., 1998; Miller & Gergen, 1998; Sharf, 
1997; Smith, 1998; Wright 1999c ). Other approaches included program description 
(Brennan et al., 1995; Gustafson et al. , 1997; Mahoney et al., 1998; Mahoney & Ship pee-
Rice, 1994; Smyth & Harris, 1993) and program description and evaluation (Hanson, 
Tetley, & Clarke, 1999). Some qualitative investigative work has been done (Wright 
1999a, 1999b, 2000). 
Wright ( 1999a) investigated social support, perceived stress, and coping strategies 
among individuals (N =148) within 24 various onJine support groups. Findings in the 
study indicated that the amount oftime a person spent communicating with others in 
CMC support settings was positively related to support network size and support 
satisfaction in the online group. This finding supported earlier work (Parks & Floyd, 
J 996; Walther, 1996) in identifying time as a factor in the development of personaJ 
relationships through CMC. In the Wright ( 1999a) study, satisfaction with both online 
and face-to-face supportive relationships was positively correlated with low levels of 
perceived life stress. Participants completed a survey that identified coping strategies 
commonJy used in dealing with stress situations. The strategy chosen most often 
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indicated a direct action style of coping. "Sought emotional support from others" was the 
second most commonly identified strategy of the respondents (Wright 1999a). 
Helping Processes in Online Support Networks 
Several helping processes have been identified through content analyses of online 
support network dialogue (Brennan et al, 1995; Finn, 1999; Klemm et al., 1999; Klemm 
et al., 1998; Leavitt et al., 1996; Miller & Gergen, 1998; Sharf, 1997; Smith, 1998). 
Limited quantitative work has been published (Gustafson et al., 1997; Weinberg et al. , 
1995). Across these studies, two categories of helping processes included a) socio-
emotional that related to interpersonal exchanges, social discourse, and personal feelings, 
and b) task-oriented (informational) that involved specific information sharing and 
problem solving with respect to issues not related to interpersonal relationships. 
Socio-emotional helping processes. The following helping processes were found 
through content analyses using online support group dialogue. 
• Expressing feelings or catharsis (Finn, 1999) 
• Providing support or empathy (Finn; Klemm et al. , 1999) -
encouragement (Klemm et al. , 1998) - supportive interchange (Miller & 
Gergen, 1 998) 
• Sharing personal experiences (Klemm et al. , 1999; Klemm et al. , 1998; 
Leavitt et al., 1996; Sharf, 1997)- family life changes (Leavitt et al.)-
self-disclosure (Miller & Gergen) 
• Group cohesion (Weinberg et al. , I 995) 
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• Empowerment - enhanced decision-making, preparation for new illness-
related experiences (Sharf) 
• Chit Chat - general conversation about everyday topics (Finn) 
• Universality - expressing the idea that people have the same experiences 
(Finn; Weinberg et al.) 
• Instillation of hope (Weinberg et al.) 
• Expressions of friendship (Finn) 
• Taboo topics- comments related to subjects, problems, or situations that 
generally may not be openly discussed (Finn) 
• Damaging statements - acknowledgement of being hurt by someone' s 
comments (Finn) 
• Poetry and art - thoughts, feelings, or emotional expressions (Finn) 
• Humor (Klemm et al., 1999; Klemm et al., 1998) 
• Thanks - expressions of appreciation to group (Klemm et a!., 1999; 
Klemm et al. , 1998) 
• Prayer (Klemm et al., 1999; Klemm et al. , 1998) 
Task-oriented helping processes. These interactions involved solution-
oriented dialogue within online groups. 
• Asking for information (Finn. Klemm et al., 1999; Klemm et al., 1998; 
Leavitt et al., 1996; Miller & Gergen, 1998) 
• Providing information (Finn, 1999; Klemm et al., 1999; Klemm et al. , 
1998; Leavitt et al. ; Miller & Gergen) 
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• Problem solving (Finn) 
• Guidance in decision-making (Smith, 1998); enhancement of decision-
making confidence (Brennan et al., 1995) 
Benefits and Potential Benefits of Social Support through CMC 
Various study findings offered the following implications for benefits and 
potential benefits of online social support. 
Benefits. Advantages of social support through the Internet included the 
following. 
• Individuals who suffer from rare medical conditions can link to status-similar 
others across geographic distances (Lempert, 1997). 
• Asynchrony (24 hour availability) benefits convenience (Klemm et al. , 1998). 
• Numerous responses to postings offer additional sources of information 
(Klemm et aJ., 1998). 
• Anonymity could be beneficial in some instances (Klemm et al., 1998). 
• Effective agency-developed programs could be tailored for needs of specific 
populations to include computer-based health information and decision-
support systems (Gustafson et al., 1997). 
Potential benefits. Researchers suggested possible advantages of implementing 
online social support interventions. 
• Online groups may be especially useful in providing support and information 
to individuals who have "physical or mental barriers to obtaining services, 
high needs for support, lack of access to services because of geographic 
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isolation or transportation difficulties, verbal communication issues, or limited 
socialization opportunities" (Finn, 1999, p. 38). 
• "Lurking" (reading messages but choosing not to send messages) in online 
groups can serve as additional training for health and social care professions 
by sensitizing them to the issues and expressed needs of group members 
(Finn). 
• "Lurking" may provide benefit to individuals who are "trying out" the group 
and to those not yet willing to become actively involved (Klemm et al., I 999; 
Klemm et al., 1998). 
• Online social support group settings may increase participation of men 
(Klemm et al., 1998) 
Cost and Potential Costs ofSocial Support through CMC 
Researchers identified costs and potential costs involved in online social support. 
Cost. One disadvantage of online support was discussed in the literature. 
• Lack of professional facilitator (Klemm et al. , 1998; Lebow, 1998) 
Potential costs. Several studies reported potential disadvantages ofuse ofCMC. 
• Prohibitive cost of equipment (including telephone if modem is used) (Klemm 
et al., 1998) 
• Large volume of electronic mail (Klemm et al. , 1998) 
• Lack of professional faci litator (Klemm et al., 1998; Lebow, 1998) 
• Reliability and credibility of information (Klemm et al., 1998; Lebow) 
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• Limited participation of individuals with low literacy skills (Klemm et al., 
1998) 
• Limited participation of visually-challenged individuals (Klemm et al., 1998) 
• No regulation of authenticity or legitimacy of the website (Lebow) 
• Some sites have no content regulation (Lebow) 
Older Adult Online Social Support 
A relatively small, though not insignificant, body of research has focused on older 
adult online social support (Wright, 1999b, 1999c, 2000). Computer-mediated 
communication research has largely ignored this population using Internet support 
envirorunents (Wright, 1999c). Participants (N=l36) in each ofthe studies were recruited 
from the SeniorNet website. SeniorNet is a non-profit organization of computer users 50 
years of age and older. The purpose ofthe organization is to provide older adults with 
education and access to computer technologies in an effort to enhance life. Wright 
( 1999a) analyzed online dialogue and also posted a survey to investigate types of social 
support shared within the Internet-based group. 
Findings indicated that satisfaction with online social support was significantly 
higher for high Internet users than for low Internet users (Wright, 1999b, 2000). [n 
addition, low Internet users reported higher satisfaction levels with their face-to-face 
support networks than did high Internet users. Greater involvement in the online 
community was associated with lower perceived life stress. The majority of the survey 
respondents selected the direct action coping strategy as their most often used method of 
handling stressful situations. Finally, results of the study indicated that participants 
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reported no significant difference in social support costs when comparing relationship 
costs within their online social setting and relatio'nship costs within their face-to-face 
social networks (Wright, 1999b, 2000). 
In the Wright study (1999b) qualitative content analysis of the data yielded the 
following themes: a) promoting community support (promotion of the SeniorNet website 
as helpful and supportive); b) advice disguised as self-disclosure; and c) shared life 
events (encouragement, self-disclosure). Responses to open-ended questions regarding 
participants' perceptions of giving and receiving online support were analyzed and the 
following themes identified: a) continuum of social support (from informational support 
to extreme emotional involvement); b) use of humor; c) discussion of family issues and 
problems; and d) use of others as a "sounding board" and for " trying out ideas." 
Caregiver Online Social Support 
Relatively few studies have focused on caregivers' use of online social support. 
The following content themes and benefits to caregivers have been identified. 
Themes Identified in Content Analyses 
One study involved 105 caregivers of persons with Alzheimer' s disease (Brennan 
et al., I 995). An experimental group used ComputerLink, a computer network providing 
information, communication, and decision-support for caregivers. A control group did 
not receive the computer-based intervention. Content analysis of caregiver messages over 
the year-long study period revealed the following themes: 
• 
• 
Information about the care receiver's condition and/or situation 
Expressions about the emotional impact of caregiving 
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• 
• 
• 
• 
Development and use of support systems outside the group 
Expressions about problematic interpersonal relationships 
Caregiver self-care 
Home-care skills 
Benefits and Potential Benefits Specific to Caregivers of Older Adults 
Researchers have noted the following benefits and have suggested potential 
benefits of online social support for caregivers. 
Benefits. Across several studies, the following benefits of CMC were identified. 
• Caregivers valued flexible interventions that could be adapted to their 
individual situations (Mahoney & Shippee-Rice, 1994). 
• Caregivers indicated increased confidence in their own decision-making after 
participating in online support (Brennan et al. , 1 995). 
Potential benefits. Researchers suggested the possible benefits of online social 
support interventions targeting caregivers. 
• Online support could potentially alleviate obstacles preventing caregivers of 
persons with Alzheimer's disease from attending face-to-face support groups 
(Smyth & Harris, 1993; White & Dorman, 2000). 
• The asynchronous nature of CMC would enable caregivers to communicate at 
a time, place, and pace convenient for them (Smyth & Harris). 
• Demassification--the ability of a system to send a special message to each 
individual in a large audience--could allow individuals to obtain information 
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tailored to their "reading level, prior knowledge of a particular topic, and other 
specific needs and abilities" (Smyth & Harris, p. 124). 
• Anonymity associated with CMC could facilitate caregivers asking personal 
or sensitive questions without the risk of divulging their identity (Smyth & 
Harris). 
• A telecomputing-based project could widen the array of options available for 
delivery of services to caregivers of persons with Alzheimer 's disease (Smyth 
& Harris). 
• CMC bas the potential to meet individualized caregiver needs (Smyth & 
Harris). 
Opportunities and Ethical Challenges in Internet-based Research 
Rapid public adoption oflntemet-based communication tools has afforded 
researchers the opportunity to capture vast amounts of social and behavioral information 
(Frankel & Siang, 1999). Internet research offers potential to contribute scholarship in a 
wide variety of fields and for assessing the impact of technology (Frankel & Siang). "The 
vast amount of social and behavioral information potentially available on the Internet has 
made it a prime target for researchers wishing to study the dynamics ofhuman 
interactions and their consequences in this virtual medium" (Frankel & Siang, p. 1). 
Researchers are able to assemble rich data online from widely dispersed 
populations at relatively low cost and time expenditure. Analysis of qualitative data may 
help to "systemize and codifY needs, values, and preferences" of individuals relevant to 
health and health care (Eysenbach & TiJI, 200 I. p. 2). However, the availability and 
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accessibility of archived information through the Internet creates complexities in 
interpretation of current ethical guidelines established for traditional venues. Ethical 
implications are embedded in the research process from conceptualization through the 
reporting of study findings. 
Ethical Issues in Internet Research 
Increased research attention toward online communities raises critical ethical 
issues with regard to human subjects (Eysenbach & Till, 2001 ; Frankel & Siang, 1999; 
King, 1996) that impact technical and practical aspects of research design. In the absence 
of formulated guidelines for Internet-based research, family sciences and health care 
professionals must identify best practice considerations in planning, conducting, and 
reporting research that targets special populations online. 
The basic tenets for protecting human subjects involved in research rest on the 
principles of protection from harm, informed consent, and confidentiality of data ( AP A, 
1992). Rapid emergence of communication research in cyberspace has been accompanied 
by broadly ranging interpretations of ethical practices. The intricate points of ethical 
considerations remain undefined among Internet researchers and, even, among 
institutional review boards (IRBs) (King, 1996). 
Protection from harm. Ethical practice obligates researchers to maximize possible 
benefits from research and minimize harms and risks to human subjects (Frankel & 
Siang, 1999). Researchers must consider whether invasion into the forum or publication 
of results has the potential of harm to individuals or the online community (Eysenbach & 
Till, 2001). 
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Informed consent. Issues surrounding informed consen involve three questions: 
when is informed consent required; how can it be obtained; and how can it be validated? 
(Frankel & Siang, 1999). Unique features of the Internet--the "blurred distinction 
between the private versus public domain, its easy conductivity for anonymous and 
pseudonymous communication, and its global and easy accessibility--pose difficulties for 
interpreting and implementing the requirements of informed consent" (Frankel & Siang, 
p. 7). In addition, some online forums have archived messages, allowing accessibility to 
the public months or even years after messages were posted (Frankel & Siang). 
Some researchers interpret cyberspace to be part of the public domain and deem 
the disseminators of the messages responsible for filtering out personal and private 
information (Frankel & Siang, 1999; King, 1996). Other scholars contend that researchers 
have the ethical responsibility to understand the diversity oflntemet forums and the 
expectations and perceptions of the users (Frankel & Siang). Adopting the latter position, 
King proposed "the perceived level of privacy with which most members of cyberspace 
forums post notes is the level that researchers are obligated to protect" (p. 125). 
Protection extends to both individual and group identity. The potential for harm for 
online participants is "greatest in the situation where members remain unaware that the ir 
messages are being analyzed until the results of the research are published'' (King, p. 
120). 
Confidentiality of data. Researchers are ethically bound to "disguise confidential 
information concerning persons or organizations so that they are not individually 
identifiable to others and so that discussions do not cause harm to subjects who might 
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identifY themselves" (AP A, 1992, section 5.08). Technical aspects of data confidentiality 
include a) provision of a secure server through which data is transported, b) 
determination of the extent of identifiable information stored in the server log files, and 
c) secure protection of information during the study and removal of the records upon 
study completion. In the reporting of results from Internet data, removal of any references 
to the identity of the individual, website, or group; location; and time of post is necessary 
for minimizing loss of confidentiality (King, I 996). 
j' ocial Policy and Program Implications Relevant to Online 
Social Support 
Researchers have identified social policy issues, including access and social 
inclusion with regard to computer technologies (Burrows et al., 2000). Other researchers 
have advocated for multimedia programs with the goal of responding to the 
informational, educational, and support needs of caregivers and care receivers (Hanson et 
al., 1999). Specific areas of potential benefit to caregivers include support and 
information that assist in decision-making processes and planning for the future (Hanson 
et al.) and preventive social care (Cantor, 1994). 
Several authors have advocated for a more clear understanding of caregiver 
burden and the process of appraisal of the caregiving situation to better inform 
intervention programming (Biegel & Schulz, 1999; Yates et al. , I 999). Often intervention 
programs are developed without insight into the unique experience of the population 
group for which they are designed (Biegel & Schulz). Yates and colleagues argued for a 
more upstream approach to caregiver intervention. Drawing on the work of McKinlay 
( 1975, 1996), the researchers stressed the importance of intervening before an issue 
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becomes a problem too difficult to solve. Programs that focused on contributors of 
caregiver overload, enhanced mastery in the role, and offered emotional social support 
may bolster caregiver well-being and extend quality of life for the caregiver and the care 
receiver (Yates et al.). 
Summary 
Chapter II reviewed classic and contemporary literature relevant to the research 
that explored the perceptions and use patterns of caregivers of older adults who are 
engaging in Internet-based social support. The study also assessed the caregivers' 
appraisal of their caregiving situation and quality of life, as well as perceptions of both 
their face-to-face and online social support networks. 
Life course perspective and the constructivist paradigm formed the theoretical 
framework for the study. T_!!e lif~. co_u~ approach placed the study of caregiving online 
in the socio-historical context shaped by the 201h century life expectancy and 
technological revolutions. The constructivist paradigm guided the study with emphasis 
placed on caregiving as an intensely Jjved experience, socially created within cultural, 
familial, and historical environments. 
Almost 40 years of multidisciplinary research on caregiving has produced at least 
three widely-accepted concepts: a) family caregiving is complex, multi-layered and 
multi-faceted; b) caregiving can be stressful and disruptive ofthe caregiver's life; and c) 
heterogeneity characterizes older adults, caregivers, and caregiver needs. Among those 
factors explaining variability among caregivers in response to stress and contributing to 
caregiving well-being is social support received in various ways. 
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Social support is considered a metaconstruct representing the instrumenta4 
emotional, and informational assistance provided to individuals by others. Although 
caregiving demands may constrict the social lives of caregivers, perceived adequacy of 
support appears to impact their psychological well-being. 
Growing numbers of individuals, including caregivers, are participating in online 
support networks perhaps for the same reasons that drive the popularity of self-help 
groups in general. These groups seem to be meeting people's needs for peer support and 
practical information. 
Multidisciplinary research of computer-mediated communication (CMC) within 
social support networks has provided evidence of socio-emotional and task-oriented 
helping processes. In addition, studies have revealed benefits, as well as costs, of social 
support through CMC. 
Preliminary work has begun to explore caregiver online social support. 
Researchers have reported that CMC alleviates obstacles preventing some caregivers 
from accessing community social services. Others have suggested the potential of online 
support networks to meet the individualized informationaL educational, and support 
needs of caregivers of older adults. 
Vast opportunities exist for the study of human interactions online and the social 
implications oflntemet use. At the same time, the relative ease of assessing dialogue 
presents ethical challenges in Internet-based research. Current established guidelines for 
research with human subjects do not fully address the ethical issues oflnternet research 
in the areas of protection from harm, informed consent, and data confidentiality. 
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CHAPTER ill 
METHODOLOGY 
This research was descriptive and guided by the life course perspective and the 
constructivist paradigm. The purpose of the study was to explore the perceptions and use 
patterns of caregivers of older adults who are engaging in social support networks 
through the Internet. In addition, the research assessed the caregivers' appraisal of their 
caregiving situation and quality of life, and their perception of both face-to-face and 
online social networks. The anonymous Internet-based survey combined quantitative and 
qualitative research methodological techniques. 
Chapter III presents the methodology followed in the study. The intended 
population and sample is identified. Procedures used for protection of human subjects are 
outlined. Then the instrumentation is described. Finally, methods of collection and 
treatment of data are delineated. 
Research Questions 
\... 
The following research questions guided the research: a) Are there statistically 
significant mean differences in caregivers' time spent online in caregiving-related 
activities by selected demographic and Internet-use related variables? b) Are there 
statistically significant differences in caregivers' perceived importance of their online 
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social support networks by selected demographic and Internet-use related variables? 
c) How, if at all, do caregivers use the Internet for social support? d) What factors led 
caregivers to seek social support online? e) What aspects, if any, ofCMC do caregivers 
perceive as supportive? f) What unique advantages of online social support do caregivers 
identuy? g) What unique disadvantages of online social support do caregivers identify? 
Population and Sample 
The target population was caregivers of older adults who engage in computer-
mediated communication (CMC) for the purpose of social support. The sample was self-
selected and voluntary. Participation in the research was anonymous. Criteria for 
selection in the study was as follows: 
I. The caregiver must be an adult over the age of 18. 
2. The caregiver must be providing care for an older adult age 50 years or older 
(the care receiver). 
3. The care receiver must be living in the community, as contrasted with residing 
in a residential care facility. 
4. The caregiver must be currently performing caregiving activities at least I 0 
hours per week. 
5. The caregiver must be engaging in online social support networks. 
Recruitment of participants was accomplished through Internet-based 
announcements placed with the approval of the webmaster at selected websites that offer 
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caregiver online networks. Websites were identified through Internet search procedures 
and chosen on the basis of their reputability, purpose, high-visibility, and high-traffic 
status. The websites are listed in Appendix A. To request permission to post 
announcements of the study, the researcher emailed each webmaster. Email 
correspondence included the purpose ofthe study and brief rationale. The request for 
permission to seek respondents through a website is included in Appendix B. 
Once permission to place a recruitment announcement was obtained, the 
researcher followed the procedure prescribed by the webmaster to post the notice. The 
website announcement is found in Appendix C. 
Minimum sample size for the study was 30 individuals. Responses from 30 
caregivers were required in order to use parametric statistical procedures. Optimal 
number ofrespondents was set at 50. 
Protection of Human Subjects 
Critical to the protection of human subjects in this particular study conducted 
online were ethical considerations involved in researching Internet communities. The 
rapid emergence of communication research in cyberspace has been accompanied by 
broadly ranging interpretations of ethical practices. King ( 1996) contended that the fme 
points of ethical considerations remain undefrned among Internet researchers and even 
among institutional review boards. The potential for harm for online participants is 
••greatest in the situation where members remain unaware that their messages are being 
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analyzed until the results ofthe research are published" (King, p. 120). 
Prior to initiation ofthe research study, application to the Institutional Review 
Board (IRB) ofTexas Woman's University was submitted and approval gained. The IRB 
letter granting approval to conduct the study is found in Appendix D. 
Professional research ethics and confidentiality were maintained throughout every 
aspect of the research. A personal code of ethics will serve as a guideline that "alerts the 
researcher to the ethical dimensions of the work" (Punch, 1998, p. 171) being done from 
the conceptualization phase to the dissemination of fmdings. Of primary concern in 
conducting ethical research practices are the issues of harm, informed consent, deception, 
privacy, and confidentiality of data (Punch). Each of these concerns was addressed 
specifically in the IRB application. Additionally, the issues and protective measures were 
explained in the Participant Consent and Information Letter (see Appendix E) read by 
prospective participants before linking to the study questionnaire. 
The concept of informed consent has been defmed as the standard by which 
"subjects of research have the right to be informed that they are being researched and also 
about the nature of the research" (Punch, 1998, p. 170). The protocol to ensure informed 
consent was programmed into the construction ofthe survey website. The researcher 
practiced no deception whatsoever in conducting the online anonymous survey. When an 
individuaJ responded to the recruitment announcement for the study posted at selected 
websites, he or she was linked directly to the Participant Consent and Information Form. 
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The consent letter listed the names, business addresses, telephone numbers, and email 
addresses of the researcher and TWU Research Advisor. Next, the purpose of the study 
was presented along with a description ofwhat is involved in study participation. 
Potential risks to the respondent were described as well as procedures to minimize risks. 
Benefits to the participant were listed. Finally, the protocol to ensure confidentiality of 
the data was outlined. Voluntary participation in the study was stressed with explanation 
that the respondent may withdraw from the study at any time without penalty. The 
potential respondent was informed that proceeding to the online survey and submitting 
the completed survey constitute informed consent. 
Instrumentation 
The research incorporated both quantitative and qualitative components. 
Combination of qualitative and quantitative research on social networks may provide a 
valuable perspective on the dynamics of how networks operate and respond to particular 
life stressors (Cohen & Wills, 1985). For purposes of this study, quantitative data was 
used to identifY situational factors associated with caregivers' use of the Internet for 
social support. Further, qualitative data revealed caregivers ' perceptions of online social 
networks and unique aspects of computer-mediated communication in supportive 
settings. 
Quantitative Instrumentation 
Research Questions 1 and 2 contained the following constructs that were 
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measured quantitatively: appraisal of the caregiving experience, social support, and 
quality oflife. Babbie (2001) defined a construct using Kaplan's (1964) classification of 
observables as ''theoretical creations that are based on observations but that cannot be 
observed directly or indirectly" (p. 121 ). Measurement scales of these three constructs are 
described below. 
Appraisal of the Caregiving Experience Measure 
Caregiver appraisal of the caregiving situation was measured using the Caregiving 
Subscale of the Caregiving and Bereavement Strain scale (CBS) (Bass & Bowman, 
---
1990). The scale was chosen because its purpose is consistent with the constructivist 
theoretical perspective of this research. According to the authors, the scale focused on 
perceptions rather than behaviors or activities. Basic to the pursuit of perceptual 
understanding is the constructivist assumption that caregiving is not inherently stressful. 
Rather, the perception of stress and burden depends on the individual's subjective 
defmitions (Lazarus & Folkman, 1984). 
The questionnaire was developed for The Benjamin Rose Institute's National 
Institute ofMental Health-supported family caregiving project to represent caregivers' 
perceptions of the difficulties and consequences of caregiving and bereavement. Only the 
Caregiving subscale was used in this study. The Caregiving subscale consisted of8 items 
that assessed subsets of appraisa~ individual consequences. and family consequences. 
Each of the items soHcited a response on a 4-point (0-3) Likert-type scale ("strongly 
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disagree " to "strongly agree"). The appraisal section represented a three-item index 
indicating the degree to which caregiving was perceived as threatening to the caregiver's 
well-being. For example, one item asked the caregiver to respond to the statement, 
"Caregivingfor my relative is the most difficult problem I have ever faced." Cronbach' s 
Alpha for the appraisal subset was reported to be .67. The second subset measured 
consequences of caregiving for the individual respondent. An example of the three-item 
section asked the caregiver to respond to the statement, "Because of my relative 's 
impairments and care, I have difficulty with too many demands made of me. " 
Cronbach's Alpha for the individual consequences subset was .66. The third subset of the 
Caregiver scale contained two items that assessed family consequences of caregiving. 
One item asked caregivers to respond to the statement, ''Because of my relative 's 
impairments and care, I have difficulty with tension or strain amongfamily members. " 
Cronbach's Alpha for the family consequences subset was .96. 
The caregiving appraisal scale was scored by summing the responses on the eight-
item scale (maximum score=24). A higher score indicated a stronger perception of 
caregiver strain. 
Social Support Measures 
Caregiver appraisal of both face-to-face and online social support was measured 
using the modified Medical Outcomes Study questionnaire (Sherbourne & Stewart, 
1991 ). The original scale contained 19 items and consisted of four subscales representing 
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four dimensions of social support--emotionaVinformationa~ tangible, affectionate, and 
positive interaction. Composite scores of the four subscales constructed an overall 
functional social support index. Each ofthe subscales indicated Cronbach's Alpha 
coefficients greater than . 91 and was reported to be stable over time. 
The MOS has been widely used with varied populations (Gielen, McDonnell, Wu, 
O'Campo, & Faden, 2001; Reid, Roberts, Golding, Towell, &Woodford, 1999). The 
scale was chosen for this research because it adhered to the constructivist paradigmatic 
view ofthe salience of perception in conceptualizing social support. 
In this study, a modified form of the MOS scale (Sherbourne & Stewart, I 991) 
was used to assess caregivers' perceptions of overall functionaJ social support, 
emotionaVinformational support of the face-to-face support system, and emotionaV 
informational support ofthe online social network. With the exception of one item added, 
the modified MOS scale used in this research is identical to that used by the Women's 
Health Initiative (WHI), a 15-year project ( 1993-2007), sponsored by the National 
Institutes of Health (Matthews et al., 1997). WHI researchers are using the modified 
MOS scale as one component of hypotheses testing to determine if social support and 
social integration influence health outcomes among women. 
Overall Functional Social Support (Face-to-Face). This study used a I 0-item 
modified MOS questionnaire (Sherbourne & Stewart, 199 I) to assess caregiver 
perceptions of overall functional social support. [terns within all four subscales--
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emotional/informational, affectionate, tangible, and positive interaction--were included. 
For example, the emotional/informational subscale contained the following question: 
''How often is each of the following kinds of support available to you? ... Someone you 
can count on to listen to you when you need to talk ''In addition to the four items used in 
the WHI research study, the researcher selected another statement from the original MOS 
questionnaire. Added was the statement, "Someone who understands your problems." 
The affectionate subset was comprised of a single item ("Someone to love you and make 
you feel wanted"). Tangible social support was the third subset. Two items were 
included, for example "Someone to take you to the doctor if you need il. '' The last subset 
contained two items and pertained to positive interaction. A sample statement referred to 
the availability of "Someone to have a good time with. " Caregivers were asked to select 
responses from a 5-point (0-4) Likert-type scale ("none of the time " to "all of the time "). 
A score for Overall Functional Social Support (Face-to-Face) was obtained by summing 
the scores of the lO items. The maximum score was 40. A higher score indicated more 
perceived support. 
Emotionalllf{(ormational Social Support (Face-to-Face) . The emotionaV 
informational subset ofthe MOS questionnaire (Sherbourne & Stewart, 1991 ) was used 
to measure emotionaVinformational social support (face-to-face). Respondents were 
asked to think of their face-to-face support networks when answering the questions. The 
score for EmotionaVInformational Social Support (Face-to-Face) was obtained by 
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summing the 5-item subscale. The maximum score was 20. A higher score represented a 
higher level of perceived support. 
Emotional/Informational Social Support (Online). Caregiver perception of online 
emotionaJ/infonnational social support was measured by asking participants to respond to 
the same 5-item emotional/informational subset of the MOS questionnaire (Sherbourne & 
Stewart, 1991). Respondents were asked to think oftheir online social networks when 
answering the questions. The score was obtained by summing the 5-item subscale. A 
maximum score of20 was possible with a higher score indicating a stronger perception of 
online social support. 
Perceived Importance of Online Social Support. Another l-item social support 
measure was developed by the researcher. In order to assess the caregivers' perceived 
importance of computer-mediated communication in relation to their overaU sense of 
social support, participants were asked to choose an answer to the question, ·'How 
important is your online social support network to your overall sense of emotional and 
informational support as a caregiver? " Response choices ranged on a scale from 0 to I 0 
('Not important at all " to "Extremely important"). A higher response indicated a higher 
perceived importance of the online social support. 
Quality of Life Measure 
A l-item global measure of quality of life appraisal was taken from the modified 
MOS scale (Sherbourne & Stewart, 1991 ). The caregiver was asked to respond to the 
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question, "Overall, how would you rate your quality of life? " Response categories ranged 
along a continuum from "As bad as it can get" (0 points), "About average" (5 points), 
to "The best it can be" (1 0 points). Higher scores represented higher levels of life 
quality appraisal. 
Measurement of Additional Quantitative Variables 
The Internet-use patterns of caregivers were investigated by determining their 
time spent online and their time spent online in activities related to caregiving. In 
addition, the demographic characteristics of the sample were assessed. 
Time spent online. The study considered two aspects of time spent online. TotaJ 
time spent online was measured using a one-item question, "How much total time did you 
spend online last week? (in hours)." To assess online time in connection with caregiving, 
the participant was asked to respond to the statement, "How much time did you spend 
online last week in activities related to caregiving? (in hours). " 
Time spent in caregiving activities. The survey determined how much time 
caregivers spent carrying out their duties as caregivers. Participants in the study 
responded to the question, "About how many hours did you spend in caregiving-related 
activities last week?" 
Demographic variables. The questionnaire included demographic information 
such as age and gender of caregiver, age and gender of care receiver, relationship of 
caregiver to care receiver, whether the caregiver co-resides with the care receiver, 
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whether the care receiver has Alzheimer's disease or related dementia, whether the 
caregiver has a child or children under the age of 18 years living in the home, and the 
number of years the caregiver has been involved in the caregiving role. Based on a 
review of the caregiving literature, these variables have proven important in a wide range 
of interests to caregiver stress and burden. 
Qualitative Instrumentation 
Research Questions 3 through 7 were treated qualitatively. Developed by the 
researcher and based on a review of the literature, these questions pointed toward 
description and understanding of the phenomena of interest from the viewpoint of each 
participant (Trochim, 1999). The qualitative questions were used to elicit rich description 
of caregivers' use ofthe Internet for social support. The intent of the qualitative 
questioning was to encourage caregivers to use language as a channel for making 
meaning of their experience with online social support. 
Guba and Lincoln (1989) proposed four criteria for judging the soundness of 
qualitative research. These four standards--credibility, transferability, dependability, and 
confirmability--were offered as an alternative to more traditional quantitatively-oriented 
criteria. 
Credibility involves making certain that the results of the research are credible 
and believable from the perspective of the participant in the research (Trochim, 1999). 
Transferability refers to the degree to which the results of the study can be generalized or 
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transferred to other contexts. The qualitative researcher may enhance transferability 
through careful description of the research context and the assumptions essential to the 
research. In qualitative research, the burden of responsibility to transfer the results to 
another context lies with the one doing the generalizing (Trochim). 
Dependability emphasizes the need of the researcher to recognize the influence of 
the ever-changing context within which research occurs. In order to confrrm 
dependability, the researcher must carefully describe the changes that occur in the setting 
and how these changes may have affected the study. Confrrmability refers to the degree 
to which the results of the study could be confirmed by others (Trochim, 1999). 
Also relying on Guba and Lincoln (1989), Denzin (1998) referred to these four 
criteria--credibility, transferability, dependability, and confrrmability--as components of 
the global construct trustworthiness. Trustworthiness represents the constructivist 
equivalents of internal and external validity, reliability, and objectivity. 
Further, validity of the qualitative segment questionnaire was established through 
authentic representation of the life world of the respondents. The basis for this concept of 
validity in qualitative research comes from the model of ethnography, analytic realism. 
Analytic realism draws from the constructivist view that the social world is interpreted, 
not literal (Altheide & Johnson, 1998). The respondents represented their world through 
the medium of language within the contextual setting ofthe interview. The researcher, as 
accurately as possible, interpreted the meaning of the caregivers' perceptions of online 
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social support. Thus, acceptance of the goal of analytic realism was consistent with the 
constructivist theoretical perspective ofthe study. 
Finally, the researcher emphasized rigor in the research process. Rigor has been 
associated with reliability and validity checks in qualitative inquiry (Morse, 1998). Two 
main methods to guarantee rigor were followed in the study: criteria of adequacy and 
appropriateness of data and construction of an audit trail. Adequacy infers that sufficient 
data has been collected so that saturation is achieved and "variation is both accounted for 
and understood" (Morse, p. 76). Saturation refers to repeated sampling of data sources 
until patterns begin to repeat themselves and "new findings consistently replicate earlier 
ones" (Adler & Adler, 1998, p. 87). 
Appropriateness pertains to inclusion of information to adequately meet the 
theoretical needs of the study. In addition, the sample selection must be appropriate and 
purposely chosen from the target population. Through adequate sampling, the 
investigator achieves concurring and confirming data which, in turn, ensures saturation 
(Morse, 1998). 
Helping to achieve rigor is the incorporation of the audit trail into the research 
process. Careful and intentional recording of the conceptual development ofthe project 
will allow another researcher to replicate the study. The audit trail represents six types of 
documentation including raw data, data reduction and analysis procedures, data 
reconstruction and synthesis, process notes, and records of intentions, dispositions, and 
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decisions (Morse, 1998). 
Reflexive Accounting of the Researcher 
In qualitative research, the researcher is considered an essential tool in the 
research process. According to Denzin and Lincoln (1998), research is an "interactive 
process shaped by the researcher's personal history, biography, gender, social class, race, 
and ethnicity, and those of the people in the setting" (p. 4). The researcher in this study 
entered into dialectical relationship with the respondents in the study through the 
processes of data analysis and interpretation through writing. These two activities were 
inherently subjective and inductive. As a doctoral student in Family Studies, the 
researcher examined the data on the basis of scholarship and knowledge of literature in 
the field. On a personal level, the researcher positioned herself as one who has been 
personally involved, though not in the role of caregiver, but as an adult child of 
caregivers. Reflexivity, or looking back on oneself, is necessary to expose perceptions, 
feelings, and constructed realities garnered by the researcher through her own experience 
as a member of a caregiving family. 
Pilot Tesr 
Prior to initiating the research, the questionnaire was pilot-tested with five 
caregivers who were not participants in the study. The caregivers were asked to complete 
the questionnaire, then to evaluate and make recommendations with regard to clarity and 
ease of navigation. Final revisions to the questionnaire were made. 
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Collection ofData 
Data were collected through an QnJine survey (see Appendix F) located on a 
specially designed website. The website was constructed using Macromedia 
Dreamweaver 3 software (Macromedia, I 999). Three web pages were developed: a 
Participant Information Letter, the Caregiver Online Survey, and a Thank-you message. 
The researcher followed the guidelines for best practices in creation of websites that are 
user-friendly for older adults. These standards (see Appendix G) were established during 
a national conference held in 1999 to address the application of technology serving 
communities and older adults (SPRY Foundation, 1999). 
The website containing the study survey was housed on a secure server accessed 
only by the researcher through a protected user name and password. When an individual 
submitted a survey online, a FrontPage entry form via an Active Server Page was 
transmitted electronically to the email address of the researcher. No identifying 
information, such as email addresses or web routing numbers, were transported with the 
form. The data was then entered into a file for data analysis using the Statistical Products 
and Service Solutions, Version I 0 (SPSS, 1999) software program. 
Treatment ofData 
The process of data management included the procedures necessary for 
systematic, coherent collection, storage, and retrieval of data (Huberman & Miles, I 998). 
The purpose of data management is to "ensure (a) high-quality, accessible data; 
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(b) documentation of just what analyses have been carried out; and (c) retention of data 
and associated analyses after the study is complete" (Huberman & Miles, p. I80). 
Detailed notes and descriptive explanation of each process were maintained creating an 
audit trail and contributing to the validity of the research. 
Quantitative and qualitative data analysis were accomplished separately using 
standard practices. A description of each process follows. 
Quantitative Data Analysis 
All statistical procedures were conducted at the .05 level of significance, using the 
statistical software program, Statistical Products and Service Solutions--SPSS I 0.0 
(SPSS, 1999). Research Questions 1 and 2 were analyzed quantitatively. 
Research Question 1 asked "Are there statistically significant mean differences in 
caregivers' time (in hours) spent online in caregiving-related activities by selected 
demographic and Internet-use related variables?" To answer Research Question I, an 
analysis of variance (ANOVA) was the procedural choice to make survey group 
comparisons of the dependent variable. ANOVA compares individual differences among 
subjects within each group (within group variance) to differences among group means 
(between group variance) (Levin & Fox, 2000). The procedure was used to establish the 
statistical significance of mean differences between groups classified by caregiver 
relationship to the care receiver, caregiver age, care receiver with Alzheimer's disease, 
and an Internet-use variable--caregiver perceived importance of online social support. 
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Prior to conducting the analysis of variance, the frequency distribution of the 
dependent variable was examined. Results of a Kolmogorov-Smirnov test of normality 
indicated that the distribution scores of the dependent variable (time (in hours) spent 
online last week in caregiving-related activities] were skewed (Z = .229, df= 46, p = 
.000). Therefore, a natural log transformation of the variable was made resulting in closer 
approximation to the nonnal distribution (Myers, 1972). Applying the Kolmogorov-
Srnirnofftest of normality on the Jog of hours online last week in caregiving-related 
activities, there was not sufficient evidence to conclude that the distribution departed 
from the normal distribution (Z = .119, df = 52, p = .063 ). Log means calculated in the 
analysis are the averages ofthe logs of the individual raw scores. Before presenting 
means in tabular form, the log means were converted back to hours using the exponential 
arithmetic function. The calculation returns e to the power ofthe numerical expression, 
where e is the base of the natural logarithms (SPSS, 1999). By converting the log means 
back to a raw scale, a researcher can visualize the alignment of the groups with respect to 
each other on the number line if the variable had been more normally distributed. 
Although un-logged means are not identical to the raw means, they are proportional in 
terms of largest group means to smallest group means. 
Analysis of variance was conducted us ing the general linear model (GLM) 
method. This approach was chosen to allow more univariate options than can be o bta ined 
us ing the one-way ANOVA procedure. For example, through the GLM, the main effects 
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model can be selected. The statistical option "compare main effects" "provides 
uncorrected pairwise comparisons among estimated marginal means for any main effect 
in the model, for both between- and within-subjects factors" (SPSS, 1999). In addition, 
estimates of effect size can be calculated. "The eta-squared statistic describes the 
proportion of total variability attributable to a factor" (SPSS, 1999). Further residual plots 
can be produced to show an observed-by-predicted-by standardized residuals plot for 
each dependent variable. These plots are useful for investigating the assumption of equal 
variance (SPSS, 1999). 
Research Question 2 examined median differences in the dependent variable 
(perceived importance of online social support to caregivers ' overall sense of social 
support) by selected demographic and Internet-use related factor variables. Factor 
variables were groups classified by caregiver relationship to the care receiver, caregiver 
age, care receiver with Alzheimer's disease, and an Internet-use variable-- hours online in 
caregiving-related activities. 
Since the dependent variable used an ordinal level of measurement, the Kruskai-
Wallis test was the procedural choice. "Kruskal-Wallis one-way analysis of variance by 
ranks is a nonparametric alternative to the analysis of variance (F- ratio) that can be used 
to compare several independent samples, but that requires only ordinal-level data" (Levin 
& Fox, 2000, p. 295). To compare medians for a binary variable (presence or absence of 
Alzheimer's disease) the Mann-Whitney U test was chosen. "The Mann-Whitney U test 
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is an appropriate substitute for the I ratio whenever ordinal data are involved. 
Specifically, it determines whether the ranked values for a variable are equally distributed 
through two samples" (Levin & Fox, 2000, p. 298). 
To further explore caregivers' perceived importance oftheir online social support, 
mean scores were compared for face-to-fuce and online support networks on the 
Emotional/Informational Social Support Scale. Caregivers responded to the identical 5-
item subscale of the Medical Outcomes Study (MOS) questionnaire (Sherbourne & 
Stewart, 1991), once in relation to their face-to-face social network and then to their 
online support network. Because the frequency distribution for the variable 
Emotional/Informational Social Support Online was skewed (Kolmogorov-Smirnov 
statistic= .128, df= 51, p = .136), the nonparametric Wilcoxon Signed Ranks Test for 
two related samples was performed. 
Descriptive statistics were used to compute demographic variables. Information 
from the analysis comprised a description of the study sample. 
Qualitative Data Analysis 
Research questions 3 through 7 were analyzed qualitatively. Qualitative data 
analysis followed an inductive approach (Janesick, 1998). Hypotheses were not decided 
prior to data collection. Categories, themes, and patterns of relationships were allowed to 
flow from the data. 
The process of data analysis included data reduction, data display, and 
conclusion drawing and verification (Huberman & Miles, 1998). These operations 
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occured simultaneously throughout the research study. D~uction began with 
formulation of the research questions and questionnaire and sample selection. These 
structures served to focus the data on the phenomenon selected for study. 
Data display consisted of organizing and graphical1y imaging the data. The 
display process established a path analysis or interactive model of the data (Huberman & 
Miles, 1998). Display provided the researcher clues to relationships between concepts. 
Display also helped to communicate the data in written reports. 
The following procedure was followed for data display. When a completed survey 
arrived at the researcher's electronic mailbox, the FrontPage form was copied and pasted 
into a word-processing program document and titled by the participant number. Next, 
separate documents were created for each of the five qualitative questions on the 
caregiver survey. Opening the participant survey documents one-by-one, responses to 
each question were copied and pasted into the corresponding question document. When 
data collection was complete, a new document was opened for each qualitative question 
to facilitate sorting the responses into themes. Working with each question separately, 
preliminary sorting ofthe responses was accomplished by coping and pasting similar 
answers together. 
Multiple data analysis tactics were applied to the data within each qualitative 
question. Therefore, authenticity of data interpretation was strengthened through the 
triangulation of several approaches to investigation of the data. One method of analysis 
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was the constant comparative approach (Janesick, 1998). The method consisted of going 
back and forth from the data to the display of words and concepts, constantly verifying 
the interpretation. Basic to the method was reading and rereading the data. searching for 
themes and sub-themes that occur over time, and establishing cycles of participation with 
the data Five phases of activity were included (a) immersion into the setting; (b) 
incubation allowing time to think and reflect on the setting; (c) illumination that 
expanded awareness; (d) explication that involved description and explanation captured 
in the data; and (e) creative synthesis that brought together the meaning of the lived 
experience (Janesick, 1998). According to Denzin (1998), materials that have been 
subjected to the constant comparative method of analysis achieve the standard of 
trustworthiness. 
Other methods of data analysis included content analysis and examination of 
negative cases. Conclusion drawing and verification was the activity of interpretation of 
the data (Huberman & Miles, I 998). Various tactics were employed for discovering 
meaning. Emergent patterns and themes were identified by looking for what was 
plausible, what made sense. Content analysis and frequency counts of words and general 
concepts were used. Comparisons and contrasts were made and negative cases explored 
and illuminated (Huberman & Miles). 
The researcher was committed to analytic realism throughout the processes of 
data analysis and writing. Analytic realism addressed the issue of validity by placing high 
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value on faithful and accurate representation of the phenomena studied (Altheide & 
Johnson, 1998). The chaJlenge of analytic realism for the researcher was to portray with 
authenticity and truthfulness a glimpse into the world of the caregiver. 
Summary 
Chapter III presented the methodology followed in the research that explored the 
perceptions and use patterns of caregivers of older adults who are engaging in Internet-
based social support networks. The study also assessed the caregivers' appraisal oftheir 
caregiving situation and quality of life, and perceptions of their face-to-face and online 
social support. The anonymous Internet-based survey combined quantitative and 
qualitative research techniques. 
Research participants were recruited through recruitment announcements placed 
with permission at 15 selected websites that offer social support networks for caregivers. 
Protocols for protection of human subjects were outlined with emphasis placed on 
research ethics, informed consent, and confidentiality of data. Approval ofthe University 
Institutional Review Board preceded the investigative research. 
Quantitative and qualitative instrumentation were described. Quantitative 
variables were measured by the Caregiving Subscale ofthe Caregiving and Bereavement 
Strain scale (Bass & Bowman, 1990) and a modified version of the Medical Outcomes 
Study (Sherbourne & Stewart, 1991 ). Additional variables and demographic information 
questions were developed by the researcher. In addition, five qualitative questions were 
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written by the investigator. 
Data collection was accomplished through an online survey located on a specially 
designed website and housed on a secure server. Quantitative data were analyzed using 
the Statistical Products and Service Solutions--SPSS I 0.0. Statistical procedures included 
analysis ofvariance (general linear model method), Kruskal-Waliis one-way analysis of 
variance by ranks, Mann Whitney U test, and Wilxocon Signed Ranks Test. Descriptive 
statistics were used to describe the study sample. 
Qualitative data analysis followed guidelines prominent in qualitative research 
literature. Specific approaches included constant comparative analysis, content analysis 
and examination of negative cases 
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CHAPTER IV 
RESULTS 
The purpose of the study was to explore the perceptions and use patterns of 
caregivers of older adults who are engaging in social support networks through the 
Internet. In addition, the research assessed the caregivers' appraisal of their caregiving 
situation and quality of life and their perception of both face-to-face and online social 
support networks. The anonymous Internet-based survey combined quantitative and 
qualitative research methodologies. 
Chapter IV will report the results of the research. A description of the sample of 
caregivers that responded to the survey is provided. Next, the fmdings of the study are 
presented in answer to each research question. Finally, a summary of the findings is 
given. 
Description ofthe Sample 
Sixty-six caregivers subnUtted completed surveys electronically. Fourteen of the 
caregivers failed to meet the study criteria. Analysis was completed using the remaining 
52 surveys. Descriptive data about the subjects are provided in Table 1. A discussion of 
the sample characteristics follows the table . 
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Table 1 
Description of the Caregiver Sample (N = 52) 
Frequency Percent M SD Range Minimum Maximum 
Relationship to care receiver 
Wife 25 48 
Husband 3 6 
Partner 1 2 
Daughter 16 31 
Son I 2 
Daughter- in-law 1 2 
Granddaughter 2 4 
Other 3 6 
Caregiver gender 
Female 48 92 
Male 4 8 
Care receiver gender 
Female 22 42 
Male 30 58 
Co-reside with care receiver 
Yes 45 86 
Yes, temporarily 1 2 
No 5 10 
Employed outside the home 
Yes, full-time 13 25 
Yes, part-time 9 17 
No 29 56 
(Missing data) 1 2 
Care receiver has Alzheimer's disease 
Yes 28 54 
No 24 46 
Caregiver age 54.0 9.8 55.0 21.0 76 
Care receiver age 73.0 13. I 46.0 52.0 98 
Caregiving hours per week 85.0 61.2 158.0 lO.O 168 
Years in caregiving role 4.8 3.7 16.7 0.3 17 
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Relationship to the Care Receiver 
Slightly more than half of the caregivers (56%) were spouses or partners of the 
care receiver (n = 29). One half(50%) of the caregivers that responded to the survey were 
wives (n = 25), and one was a female partner (n = 1). Six percent of the participants were 
husbands (n = 3). Daughters comprised 31% of the sample (n = 16). One son participated 
in the study. Another 6% of the respondents included granddaughters (n = 2) and a 
daughter-in-law (n = 1). The remaining 6% of the caregivers selected the response choice 
"Other" (n = 3). 
Caregiver Gender 
A majority (92%) of the caregivers were female (n = 48). Four men, 3 husbands 
and 1 son, participated in the study. 
Care Receiver Gender 
Caregivers reported the gender ofthose for whom they were providing care. Fifty-
eight percent of the care receivers were male (n = 30). Forty-two percent of the care 
receivers were female (n = 22). 
Co-Residency 
A majority (86%) of the caregivers (n = 45) were living in the same house as the 
care receiver. One caregiver reported co-residing temporarily with the care receiver. Five 
respondents (1 0%) indicated that they did not live in the same house as the person for 
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Caregiver Age 
The mean age of the caregiver sample was 54.0 years. However, a wide age range 
was represented. The youngest caregiver was 21 years of age and the oldest caregiver 
was 76 years of age. 
Care Receiver Age 
Care receivers of the sample, with a mean age of73.0 years, were considerably 
older than the caregivers. The care receivers ranged in age from 52 to 98 years old. 
Employed Outside the Home 
Although the majority (56%) of the study participants reported that they did not 
work outside the home (n = 29), twenty-five percent of the caregivers worked full-time 
(n = 13). Seventeen percent of the sample were in the workforce part-time (n = 9). 
Care Receiver with Alzheimer's Disease 
A majority of the caregivers (54%) indicated that their care receiver had 
Alzheimer's disease (n = 28). Forty-six percent of the care receivers did not have 
Alzheimer's disease (n = 24). 
Caregiving Hours Per Week 
Caregivers in the study responded that they were engaged in caregiving 
responsibilities for a mean of 85.0 hours per week. A wide range of caregiving hours was 
reported, with a minimum of 10 hours per week and a maximum of 168 hours per week 
(24 hours x 7 days a week). 
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Years in the Caregiving Role 
The sample reported a mean of 4.8 total years of caregiving. The careg ivers 
indicated a range oftime involved in caregiving duties from 4 months to 17 years. 
Findings 
Findings ofthe research will be reported in two sections: Variables in the Study 
and Research Questions. Within the Variables section, results will be described for 
selected quantitative variables. The Research Questions section will include fmdings as 
they relate to each of the seven research questions. 
Variables in the Study 
Caregiver Internet Use Variables 
Variables and data related to the caregivers ' Internet use patterns are reported in 
Table 2. A discussion oftime spent by the caregivers online fo llows the table. 
Table 2 
Caregiver Internet Use 
M SD Range Minimum Maximum 
Hours online last week 13.2 7.9 29.00 1.00 30 
Hours online last week 
related to caregiving 7.5 6.2 29.75 0.25 30 
Years online a t home 4.5 2.9 12.00 0.00 12 
Hours online last week. Participants in the study re ported a mean of 13.2 hours 
online during the previous week. A w ide range of time was indicated, from a minimum of 
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1 hour online to a maximum of30 hours online. Over half of the caregivers (61.5%) 
indicated at least 14 hours spent online during the previous week. 
Hours online last week related to caregiving. Caregivers responded that they 
spent a mean of7.5 hours online during the previous week engaged in activities related to 
caregiving. The minimum time spent online related to caregiving was 0.25 hours, and the 
maximum time was 30 hours. Over half of the respondents (55.7%) indicated spending 7 
or more online hours during the past week in caregiving activities. Nearly one-fourth 
(21.1%) reported spending 14 or more hours. 
Years online at home. The participants indicated the length of time in years that 
they had been online in their homes (as contrasted with at work). A mean of 4.5 years 
was reported. The responses ranged from Jess than one year onJine at home to 12 years 
online at home. 
Proportion of caregiver online time related to careg iving. Table 3 contains the 
caregivers' report of the proportion of their online time related to caregiving activities. 
Discussion of the data follows the table. 
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Table 3 
Proportion of Caregiver Online Time Last Week Related to Caregiving 
Frequency Percent Cumulative Percent 
Less than Y. of online time 9 17.3 17.3 
Y. of online time 6 11.5 28.8 
Y2 of online time 10 19.2 48.1 
.Y.. of online time 19 36.5 84.6 
All of online time 8 15.4 100.0 
Total 52 100.0 
As indicated in Table 3, almost half (48.1%) ofthe sample reported that they spent 
one-half or less of their online time in activities related to caregiving. Slightly over half 
ofthe caregivers (51.9%) responded three-quarters or more of their Internet time was 
related to their role as caregivers. The response choice most often selected was three-
quarters of online time spent in caregiving-related activities (36.5%). 
Caregiver Appraisal and Social Support Variables 
Table 4 presents the variables and mean scores for the Caregiver Appraisal and the 
three Social Support Scales. A discussion of the data follows the table. 
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Table 4 
Mean Scores on Caregiver Appraisal and Social Support Scales 
M SD Range Minimum Maximum 
Caregiver Appraisa18 17.18 3.9 17 7 
Valid (52) 
Missing (1) 
Overall Functional Social 16.38 9.1 37 0 
Support - Face-to-faceb 
Valid (50) 
Missing (2) 
Emotional/Informational 8.75 4.5 18 0 
Social Support - Face-to-facec 
Valid (52) 
Missing (0) 
Emotional!I nformational 14.00 5.0 18 2 
Social Support - OnJinec 
Valid (51) 
Missing (1) 
Nole. The higher the score, the greater the perceived stress or perceived support. 
a Maximum score = 24 
b Maximum score = 40 
c Maximum score = 20 
24 
37 
18 
20 
Caregiver Appraisal. Caregivers' appraisal of the ir caregiving situation was 
measured using the Caregiving Subscale ofthe Caregiving and Bereavement Strain Scale 
(CBS) (Bass & Bowman, I 990). The caregiving appraisal was determined by summing 
the responses on the eight-item scale (maximum score = 24). A higher score indicated a 
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stronger perception of caregiver strain. Caregivers in the sample reported a mean score of 
17.18 (SD = 3.9). 
Overall Functional Social Support. Caregiver perception of both face-to-face and 
online social support was measured using the modified Medical Outcomes Study (MOS) 
questionnaire (Sherbourne & Stewart, 1991). Caregiver Overall Functional Social 
Support was determined by summing the 10 items ofthe modified MOS scale to assess 
the caregivers ' perceptions of their face-to-face social support. A maximum score of 40 
was possible, with a higher score indicating greater perceived support. The mean score on 
the scale was 16.38 (SD ;;: 9.1). 
Emotional/Informational Face-to-Face Social Support. The MOS scale included a 
5-item subscale to measure caregivers' perceptions of their face-to-face emotionaV 
informational .support. The maximum score on the scale was 20, with a higher score 
indicating greater perceived support. Caregiver responses indicated a mean score of8.75 
(SD = 4.5). 
Emolional/ Informalional Online Social Support. Caregivers responded to the same 
5-item MOS subscale with regard to their online social support. A maximum score of20 
was possible, with a higher score indicating greater perceived support. The mean score 
was 14.00 (SD = 5.0). 
Additional Variables 
Two additional variables--Quality of Life and Importance of Online Social 
Support--were measured by asking participants to select a ranked response. These 
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variables and frequency distributions are presented in Table 5. A discussion of the data 
follows the table. 
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Table 5 
Caregiver Responses on Selected Variables (N =52) 
Valid 
Frequency Percent Cumulative Percent 
Quality ofLife8 
0 2 3.8 3.8 
2 6 11 .5 15.4 
3 10 19.2 34.6 
4 4 7.7 42.3 
5 7 13 .5 55.8 
6 3 5.8 61.5 
7 9 17.3 78.8 
8 7 13.5 92.3 
9 I 1.9 94.2 
10 3 5.8 100.0 
Importance of Online 
Social Supportb 
0 2 3.8 3.8 
1 1 1.9 5.8 
3 1 1.9 7.7 
5 2 3.8 11.5 
6 5 9.6 21.2 
7 7 13.5 34.6 
8 9 17.3 51.9 
9 7 13.5 65.4 
10 18 34.6 100.0 
Note. A higher rating indicates the perception of greater life quality or greater support. 
a Survey Question - "Overall, how would you rate your quality of life?" Response 
choices ranged from 0 to I 0. 
b Survey Question - "How important is your onJine social support network to your 
overall sense of emotional and informational support as a caregiver?" Response choices 
ranged from 0 to I 0. 
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Quality of Life. Caregivers rated their perceived quality of life along a continuum 
from 0 to 10 with a higher score representing a higher quality of life appraisal. The 
median Quality of Life score was 5.17 (SD = 2.6). 
Importance of Online Social Support. Caregivers rated the importance of their 
online social support to their overall sense of support along a continuum from 0 to 10. A 
higher score indicated greater perceived importance of online social support. Caregivers 
reported a median score of7.85 (SD = 2.5). 
Research Questions 
The study investigated both quantitative and qualitative research questions. 
Results of the research are presented as related to each question. 
Quantitative Research Questions 
Research Questions I and 2 were analyzed statisticaJly. Preliminary treatment of 
variables, statistical analyses, and findings in relation to each question are discussed. 
Research Question I 
Research Question I asked "Are there statistically significant mean differences in 
caregivers' time (in hours) spent online last week in caregiving-related activities by 
selected demographic and Internet-use variables?" Means for the dependent variable--
time spent online last week in caregiving-related activities--were compared among 
groups using three demographic factor variables: caregiver age, caregiver relationship to 
care receiver, and care receiver with Alzheimer's disease. Means for the dependent 
variable were also compared using an Internet-use related variable--caregiver perceived 
importance of online social support. 
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A univariate analysis of variance (ANOVA) for main effects was conducted using 
the general linear model method. Results of four separate analyses revealed no 
statistically significant differences in mean time spent online in caregiving-related 
activities among caregiver groups by the following factor variables: caregiver age, 
caregiver relationship to care receiver, presence of Alzheimer's disease, and perceived 
importance of online social support. These findings indicated that mean variability within 
groups was greater than variability between groups. However, the results of one of the 
analyses were of practical interest. Among caregiver groups categorized by perceived 
importance of their online social support, mean differences approached the level of 
statistical significance (p = .059). These results deserve further study. Discussion ofthe 
analysis by grouping variable follows. 
Each demographic variable in Research Question 1 was recoded to form 
categorical groups. The variable caregiver age was recoded to create four groups based 
on frequencies for caregiver age as follows: (I = Age 21 to 46 years; 2 = Age 47 to 52 
years; 3 = Age 53 to 59 years; and 4 = 60 to 76 years). Levene 's test of equality of error 
variances was not significant (F(3 , 48) = 1.058, p = . 376) indicating that there was not 
sufficient evidence to state that the variances differed between groups. A univariate 
analysis of variance (ANOVA) revealed no statistically s ignificant mean differences by 
caregiver age groups (see Tables 6 and 7). The eta-squared statistic indicated that 2% of 
the total variability for hours online last week related to caregiving could be attributed to 
the caregiver age factor. 
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Table 6 
Analysis of Variance for Hours Online Last Week Related to Caregiving by Caregiver 
Age Groups 
Caregiver Age Group M* SD n 
Age 21 to 46 years 6.17 .89 12 
Age 47 to 52 years 5.58 .85 II 
Age 53 to 59 years 4.71 1.23 15 
Age 60 to 7 6 years 4.22 1.08 14 
Total 5.05 1.03 52 
*Note. Mean values represent un-logged means that have been converted back to hours. 
These values are not identical to raw mean scores but are proportional. 
Table 7 
ANOVA Summary Table of Hours Online Last Week Related to Caregiving by Caregiver 
Age Groups 
Group df Sum of Mean F F Eta-Squared* 
Squares Square Ratio Pro b. 
Between groups 3 1.08 .360 .329 .804 .020 
Within groups 48 52.526 1.094 
Total 52 53.606 
Significance level > .05 
*Note. The proportion oftotal variability attributed to the factor. 
The variable caregiver relationship to care receiver was recoded to form three 
groups: [1 = Spouse/partner; 2 = Child/child-in-law; 3 = Other (representing grandchild 
and other)]. Levene 's test of equality of error variances was not significant (F(2. 49) = 
II 0 
.858, p = .430) indicating that there was not sufficient evidence to conclude that the 
variances differed between groups. A univariate analysis of variance (ANOVA) revealed 
no statistically significant mean differences among relat ionship groups (see Tables 8 and 
9). The eta-squar.;d statistic showed that 1% of the total variability for hours onJine last 
week related to caregiving could be attributed to the relationship factor. 
Table 8 
Analysis of Variance for Hours Online Last Week Related to Care giving by Relationship 
Groups 
Relationship Group 
Spouse/partner 
Child/child-in-law 
Other 
Total 
Table 9 
M 
4.76 
5.87 
4.06 
5.05 
SD 
1.03 
.99 
1.30 
1.03 
n 
29 
18 
5 
52 
A NOVA Summary Table of Hours Online Last Week Related to Caregiving by 
Relationship Group 
Group qf Sum of Mean F F Eta-Squared* 
Squares Square Ratio Pro b. 
Between groups 2 .731 .366 .339 .714 .014 
Within groups 49 52.875 1.094 
Total 52 53.606 
Significance level > .05 
*Note. The proportion oftotal variabi lity attributed to the factor. 
I II 
The variable AJzheimer's disease distinguished caregivers by whether their 
caregiver receiver has Alzheimer's disease. The variable Alzheimer's disease was 
dummy coded to form 2 groups (1 = Yes, the care receiver has Alzheimer's disease, and 
2 = No, the care receiver do not have Alzheimer 's disease). Levene's test of equality of 
error variances was not significant (F( I, 50) = .030, p =. 863). There was not sufficient 
evidence to state that the variances differed between groups. A univariate analysis of 
variance test revealed no statistically significant mean differences by Alzheimer's disease 
groups. (An ANOVA with two samples is equivalent to the 2-sample t-test.) Tables IO 
and II summarize the test statistics. The eta-squared statistic indicated that none of the 
total variability for hours online last week related to caregiving could be accounted for by 
the Alzheimer's disease factor. 
Table 10 
Analysis of Variance for Hours Online Last Week Related to Caregiving by Alzheimer 's 
Disease Groups 
Alzheimer's Disease M SD n 
Groups 
Yes 5.10 .99 28 
No 5.00 1.09 24 
Total 5.05 1.03 52 
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Table 11 
ANOVA Summary Table of Hours Online Last Week Related to Caregiving by 
Alzheimer's Disease Group 
Group df Sum of Mean F F Eta-Squared* 
Syuares Square Ratio Pro b. 
Between groups I 3.175 3.175 .003 .957 .000 
Within groups 50 53.603 1.072 
Total 52 53.606 
Significance Level > .05 
• Note. The proportion of total variability attributed to the factor. 
Finally, mean hours spent online in caregiving-related activity were compared 
across groups according to perceived importance of online social support. Participants in 
the study rated their perceived importance of online socia l support by choosing an answer 
to the question, "How important is your online social support network 10 your overall 
sense of emotional and informational support as a caregiver?" Response cho ices ranged 
on a scale from 0 ("Not important at all '') to I 0 ("Extremely important "). A higher 
response indicated a higher perceived importance of the online social support. Caregiver 
scores on the variable were divided into 3 groups--low, medium, and high. T he Low 
Importance group represented caregivers who rated their online social support 0 to 5. 
Medium Importance included those who selected a response 6 to 8. The Hig h Importance 
group rated their online social support 9 to I 0. Levene 's test of equality of e rro r variances 
was not significant (F(2, 49) = .385, p = .682) indicating that there was not sufficient 
evidence to conclude that the variances differed between gro ups. No statistically 
significant mean differences were found for the three g ro ups (see Tables 12 and 13). 
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However, the probability level of .059 approached statist ical significance and deserves 
further study. The eta-squared statistic indicated that 11% of the total variability for hours 
online last week related to caregiving could be attributed to the perceived importance of 
online social support factor. 
Table 12 
Analysis of Variance for Hours Online Last Week Related to Caregiving by Perceived 
Importance of Online Social Support Groups 
Perceived Importance 
Group 
Low (0-5) 
Medium (6-8) 
High (9-10) 
Total 
Table 13 
M 
2.72 
4.10 
6.96 
5.05 
SD 
1.14 
.86 
1.05 
1.03 
n 
6 
21 
25 
52 
ANOVA Summary Table of Hours Online Last Week Related to Caregiving by Perceived 
Importance of Online Social Support Groups 
Group df Sum of Mean F F Eta-Squared* 
Squares Square Ratio Pro b. 
Between groups 2 5.839 2.919 2 .995 .059 . 109 
Within groups 49 47.767 .975 
Total 52 53.606 
Significance level > .05 
*Note. The proportion oftotaJ variability attributed to the factor. 
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Research Question 2 
Research Question 2 was "Are there statistically significant differences in 
caregivers' perceived importance oftheir online social support by selected demographic 
and Internet-use variables?" The dependent variable caregiver perceived importance of 
online social support was measured by asking participants to rank the importance of their 
online social support network in relation to their overall sense of emotional and 
informational support as a caregiver (as described in Research Question 1 ). Median 
scores on the dependent variable were examined for groups using three demographic 
variables: caregiver age, caregiver relationship to care receiver, and care receiver with 
Alzheimer's disease. In addition, median differences for the dependent variable were 
investigated among groups according to the Internet-use variable, hours spent online last 
week in caregiving-related activities. 
The ordinal level dependent variable required non-parametric test procedures. 
Four separate analyses of variance were conducted. Discussion and tables related to each 
grouping variable folJow. 
The Kruskal-Wallis one-way analysis of variance by ranks was used to compare 
medians among caregiver age groups (as described in Research Questions 1). No 
differences were found among four caregiver age groups (see Tables 14 and 15). 
11 5 
Table 14 
Kruslca_l-Wal/is Analysis of Ranks for Perceived Importance of Online Social Support b 
Caregiver Age Groups ~ 
Caregiver Age Groups 
Age 21 to 46 years 
Age 4 7 to 52 years 
Age 53 to 59 years 
Age 60 to 7 6 years 
Total 
Table 15 
Median Rank 
26.63 
31.68 
24.80 
24.14 
n 
12 
II 
15 
14 
52 
Kruslwl-Wa/lis Test Statistics for Grouping Variable Caregiver Age 
Cru-Square 
df 
p-Value 
1.914 
3 
.590 
Next, median values for the dependent variable perceived importance of online 
social support were compared by caregiver relationship g ro ups. In order to apply the 
Kruskal- Wallis one-way analysis of variance by ranks, one of the requirements is that 
each sample must contain at least six cases (Levin & Fox, 2000). Therefore, the variable 
caregiver relationship to care receiver was recoded to form two groups: [I = Spouse/ 
partner, and 2 = Child/child-in-Jaw/other (representing grandchild and other)]. A Mann-
Whjtney U test found no statistically significant median differences between re lationship 
groups (see Tables 16 and 17). 
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Table 16 
Mann-Whitney U Test for Perceived Importance of Online Social Support by 
Relationship Groups 
Caregiver Relationship to 
Care Receiver 
Spouse/partner/other 
Child/child-in-law/other 
Total 
Table 17 
Median Rank 
28.34 
24.17 
n 
29 
23 
52 
Mann-Whitney U Test Statistics for Grouping Variable Caregiver Relationship to Care 
Receiver 
Mann-Whitney U 
z 
p-Value 
280.000 
-1.012 
.311 
A separate Mann-Whitney U test was performed to detect statisticaJly s ignificant 
median differences between Alzheimer's disease groups. A significant finding was found 
between the 2 groups (Mann-Whitney U = 222.500, Z = -2. I 78, p = .029) (see Tables I 8 
and 19). These results showed that caregivers who indicated their care receiver did not 
have Alzheimer's disease reported signjficantly higher medians in perceived importance 
of onJine social support. 
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Table 18 
M~nn-Whilney U Test for Perceived Importance of Online Social Support by Alzheimer's 
D1sease Groups 
Alzheimer's Disease 
Groups 
Yes 
No 
Total 
Table 19 
Median Rank 
22.38 
31 .3 1 
Sum of Ranks n 
626.50 28 
751.50 24 
52 
Mann-Whitney Test Statistics for Grouping Variable Alzheimer's Disease 
Mann-Whitney U 
z 
p-Value (2-tailed) 
*Significance level > .05 
220.500 
-2.178 
.029* 
Finally, group medians for the dependent variable (perceived importance of 
online social support) were compared by hours spent online last week in caregiving-
related activities. The variable was recoded to form 3 groups according to the frequency 
distribution. Group I represented low time online, 0.25 to 4 hours per week. Groups 2 
had medium time online, 5 to I 0.5 hours per week. Group 3 reported high time online, II 
to 30 hours per week. A Kruskal-Wallis one-way analysis of variance by ranks was used 
to compare medians among groups characterized by hours spent online in caregiving-
related activities. Results of the analysis are shown in Tables 20 and 21. Statistically 
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significant differences, at the .05 level of probability, were detected among groups (X = 
9.108, df = 2,p = .011). A Kruskal-WallisPost Hoc Test for Unequal Sample was 
performed to reveal specific group differences. Higher medians by method contrast 
showed that Group I [Low (0.25 to 4 hours/week)) and Groups 3 [High (I 1 to 30 
hours/week)] differed significantly (see Table 22). 
Table 20 
Kruskal-Wallis Analysis of Ranks for Perceived Importance of Online Social Support by 
Hours Online in Caregiving-Related Activities Groups 
Hours Online 
Groups 
Low (0.24 to 4 hours/week) 
Medium (5 to 10.5 hours/week) 
High ( 11 to 30 hours/week) 
Total 
Table 21 
Median Rank 
21.33 
25.70 
37.42 
n 
21 
20 
1 1 
52 
Kmskal-Wallis Test Statistics/or Grouping Variable Hours Online in Caregiving-
Related Activities 
Chi-Square 
df 
p-Value 
* Significance level < .05 
9.108 
2 
.011 * 
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Table 22 
Kruskai-Wal/is Post Hoc Test for Unequal Sample Sizes for Perceived Importance 
Groups 
Index Confidence Level of95% 
Upper Limit Lower Limit Significance 
Groups 
(1, 2) 7.219 -15.959 
(I ' 3) -2.685 -30.295 ** 
(2, 3) 1.803 -26.043 
* Significance level < .05 
To further explore caregivers' perceived importance oftheir online social support, 
mean scores on the EmotionaVInformational Social Support Scale were compared for 
face-to-face and online support networks. Caregivers responded to the identical 5-item 
subscale of the Medical Outcomes Study (MOS) questionnaire (Sherbourne & Stewart, 
1991), frrst in relation to their face-to-face social network and then with regard to their 
online support network. Because the frequency distribution for the variable 
EmotionaVInformational Social Support Online was skewed (Kolmogorov-Sm.irnov 
statistic= .128, df = 51 , p = .136), the nonparametric Wilcoxon Signed Ranks Test for 
two related samples was the procedural choice. Results of the analysis were significant 
(Z = -4.798, p = .000), indicating that mean scores for Emotional/Informational Social 
Support Online were significantly higher than mean scores for Emotional/Informational 
Social Support Face-to-Face (see Tables 23 and 24 ). 
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Table 23 
Mean and Standard Deviation for Emotional/Informational Social Support Scales 
Scale N M SD Mean Rank Sum of Ranks 
EmotionaJ/1 nformational 
Social Support Face-to-Face 52 8.75 4.52 ] 8.50 111.00 
Emotional/Informational 
Social Support Online 51 14.00 5.01 24.80 1017.00 
Table 24 
Wilcoxon Signed Ranks Test Statistics for Emotional/Informational Social Support Scales 
z 
p-Value 
Significance level > .01 
-4.798 
.000* 
Qualitative Research Questions 
Research Questions 3 through 7 were open-ended and, thus, analyzed using 
qualitative methods. The analysis included a process of reading and rereading the 
caregiver responses and grouping the responses according to keywords using the cut-and-
paste function of the word processing program. A constant comparison (Janesick, 1998) 
method followed. The method consisted of going back and forth from the data to the 
display of words and concepts, constantly verifying the interpretation. Basic components 
ofthe method included three activities: (a) reading and rereading the data, (b) searching 
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for themes that occur across responses, and (c) establishing participation with the data 
with the purpose of interpretation ofthe lived experience ofthe caregivers. 
Themes emerging from the data were identified for each research question. 
Further analysis using the constant comparison method resulted in sub-themes that served 
to organize the responses within each theme. Frequency counts and percentages of 
responses occurring within themes and sub-themes were calculated mathematically. It 
should be noted that caregiver responses to each question often contained more than one 
theme. Therefore, frequency counts may exceed the total number of respondents (N = 
52) and percentage totals may exceed 1 00%. Each research question with themes, sub-
themes, and supportive data is presented separately. 
Research Question 3 
Research Question 3 asked "How, if at all, do caregivers use the Internet for 
social support?" Participants in the study were asked to respond to the following open-
ended question: "How, if at all, do you as a caregiver use the Internet for social support?" 
Seven themes emerged from the data in answer to Research Question 3: connectivity, 
antidote to psychological distress, informational support, elements ofCMC, metaphors 
for CMC/online social support, range of social/relational intimacy, and inspiration. 
Themes, sub-themes as they cluster within themes, and direct quotations from the data 
follow. 
Connectivity. The first theme represented 33 responses (63% of the sample) and 
focused on Internet use for connecting or expanding social networks. Caregivers revealed 
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that they communicated with other caregivers in a similar situation. The following five 
sub-themes emerged. 
1. Finding status-similar others (13 responses). Caregivers reported that they used 
the Internet to connect with other caregivers who shared a common experience. 
• "I can communicate with others who are doing the exact same things that I am 
doing ... no need to explain ... they immediately understand." 
• "Knowing other people are going or have gone through what I am going 
through at this stage of my life gives me hope and comfort." 
• "They [online support group] have been through or are going through what 
rm going through. If a person isn't a caregiver they just don't 'get it ' ." 
• "It is the only source I have found for contact with caregivers of a similar age. 
The stroke support groups in our area are all very elderly people. I really need 
to talk with someone who has also seen all of their dreams for an active 
retirement vanish in one moment, and people who work tirelessly out of a 
sense of dedication to their relatives." 
2. Friends/social interaction/support/understanding (11 responses). Responses by the 
caregivers indicated their Internet use for the purpose of making social, supportive 
connections with others. 
• "The [online support group} has given me tremendous support and a network 
of caring, nurturing friends." 
• "Support and understanding." 
• "I fmd social interaction I'm too busy or committed to pursue otherwise." 
• "I attend the online support groups to talk to friends f've met who are 
caregivers." 
3. Sharing/giving to others ( 4 responses). Several respondents reported using the 
Internet to share their experiences with the purpose of helping others. 
• "I feel that I can help them [other caregivers] when their own doctors or 
psychiatrists can't, because as a caregiver myself, I have seen m any of the 
problems the others face. When I can help, it he lps me as well." 
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• "I felt that I had a unique opportunity to share with others in that my 
husband's disability was not being able to communicate by speech and I was 
anxious to share with others because most hospitals are not prepared to give 
the caregiver adequate information about practical matters like health 
coverage, speech therapy, financial disability. I have been able to share where 
I found the necessary information to survive." 
4. Comparative listening (3 responses). Caregivers responded that listening to the 
experiences of others was helpful. 
• "To hear others problems and realize that mine are not that bad, or things 
could be worse." 
• "By rading [reading} others ' problems, it helps me know that others have it 
worse than me, that others have been through more stages than me and that I 
can learn from them." 
5. Substitute for face-to-face groups (2 responses). Two caregivers reported tbat 
Internet use was an alternative to local support group participation. 
• 'The only support for me is on the Internet, I have no support group in my 
area." 
Elements ofCMC. The second theme represented the answers of24 caregivers 
(46% of the sample). Caregivers named five specific mediums of information exchange 
available through the Internet. 
I . Emailllistserves 
• "I belong to an Alzheimer's caregiver's support email group." 
• "I belong to a Listserve, we communicate with one another by email." 
2. Chat rooms 
• 
• 
• 
"Chat rooms to let my guard down and release frustrations to people who 
understand the problems., 
"Chats for caregivers are invaluable ... never thought those would be real 
people out there." 
''I occasionally visit a caregiver's chat room." 
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3. Bulletin/message boards 
• 
• 
"I read alot on bulletin boards, F AQ'S, and research items and many . 
"Bulletin boards in disease specific sites and care-giving sites." 
4. Online support groups 
• 
• 
• 
"I belong to an on-line support group for stroke caregivers [name of online 
support group}." 
"Being an active member of an online support group." 
"I belong to a stroke caregiver support group." 
5. Forums 
• "Through forums that offer advice and support.'' 
• "Reading forums." 
Antidote to psychological distress. The third theme represented 15 caregiver 
responses (29% of the sample). Caregivers indicated their Internet use was beneficial to 
their mentaJ/emotional health. Five sub-themes further described the responses. 
1. Antidote for isolation/loneliness (6 responses). Responses indicated that caregivers 
used the Internet to avoid feeling alone in their ro.le. 
• "To try and avoid the isolation ofbeing home all the time with no friends in 
the area, and no way to go out." 
• "I find it very helpful to know that there are others out there that know how r 
feel. Maybe misery loves company, but it does help to know that I am not 
alone in the miserable life of stroke caregiving." 
• "I was rather lonely for my outside social life and they [online support group 
friend~} have been an excellent bunch and they (most ofthem have either 
spouses that are ill or have lost their spouses or a parent) have already gone 
through similar circumstances." 
• "I have made contact with women I correspond with privately. And helps me 
to feel not so alone in my trials and tribulations. 
2. Vent/express feelings (6 responses). The Internet offered a venue to express 
feelings for several caregivers. 
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• 
• 
• 
"Venting whe~ ~t isn't fa~ to dump on a family member. Sometimes you get 
frustrated and 1t s no one s fault. Dumping at home onJy escalates a problem. 
Other caregivers understand that and they know what you are going through.'' 
[Use of chat rooms} ''to let my guard down and release frustrations to people 
who understand the problems." 
"I write my feelings down on the message boards." 
3. Antidote for depression (1 response). One caregiver responded that the Internet was 
an outlet when in a depressed state. 
• "1 have a very small amount of respite care. My depression is so great at this 
time that I am mostly unable to leave the house." 
4. Antidote for feeling overwhelmed (l response). A participant used the Internet 
when coping with feelings of being overwhelmed. 
• "When I feel totally overwhelmed, which does happen, I write, and the other 
list members ALWAYS have useful advice." 
5. Escape (1 response). One caregiver described meeting the need for escape through 
Internet use. 
• "The reason for the web was to aJiow me to escape from the world of 
caregiving." 
Informational support. The fourth theme identified in Research Question 3 was 
supported by 14 responses (27% ofthe sample). Participants stated that they used the 
Internet to access information to aid them in carrying o ut their responsibilities as 
caregivers. Three sub-themes are described as follows. 
I. Source of information/advice (7 responses). Caregivers reported Internet use for 
the purpose of gathering information specific to caregiving. 
• "I have started a binder with problems that others have worked out like bed 
wetting, not eating, so that I may reflect when the time comes that I need more 
help." 
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• 
• 
"Doctors and therapists don't know what other caregivers know. It is a 
goldmine for information because someone else has probably gone through 
it." 
"Seek information about caregiving needs and how to take care of myself. 
Seek information about dementia." 
2. Asking/answering questions (5 responses). Responses indicated that caregivers 
gained information through the process of asking and answering practical questions. 
• " Reading others' questions and answers asking questions of my own." 
• "E-mail to CG [caregivers} who know what they are doing--asking for 
listening, sometimes so Jut ions." 
• "Ask questions which come up in day to day activities. How to handle new 
situations." 
2. Useful advice/solutions to problems (2 responses). Two caregivers found support 
through learning what had proved helpful to other caregivers. 
• " We don't all face the same problems, but someone on the list will have 
experienced something similar at some time and offer useful advice." 
Metaphorsfor CMC/on/ine social support. The fifth theme included metaphors. 
Several respondents used metaphors to describe their Internet use. 
• "It is my life line to sanity." 
• "Since we are mostly homebound, the Internet is my outlet to the outside 
world. ' ' 
• "The Internet is my contact with the outside world and source of support."' 
• "The group I belong to is my life line." 
Range of social/relational intimacy. The sixth theme contained the range of 
intimacy expressed across participant responses. Analysis of the data revealed a range of 
intimacy levels from information only to the development of strong friendships. 
• ' 'None [no social support]- only of source of information." 
• "The [online support group} has given me tremendous support and a network 
of caring, nurturing friends." 
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• 
• 
"I'm able to unload, ask questions and know that someone has been there done 
that, cry, laugh and just plain ol' feel loved and accepted and not alone in the 
world." 
"These folks have saved my life more then once." 
Inspiration. Two respondents reported using the Internet for inspiration to support 
them in their caregiving roles. 
• "Found inspirational articles." 
• "Many times I go to the christian [Christian] site .. that helps me more than 
anything ... prayers and strength are the very, very most important in 
caregiving for Alzheimer's.//1'' 
Research Question 4 
Research Question 4 was "What factors led caregivers to seek social support 
online?" Participants in the study were asked to respond to the following open-ended 
question: "What led you to seek social support online?" Nine themes emerged from the 
data as follows: antidote for psychological distress, information/solution to problems, 
lack of face-to-face social support/resources, learned from various sources, status-similar 
others/community, aspects ofCMC, technology status change, level of social/relational 
intimacy, and metaphors ofCMC/online social support. Each of the themes and sub-
themes are discussed individually. 
Antidote for psychological distress. The theme occurring most often represented 
the responses of 15 caregivers (29% of the sample). Participants reported that 
psychological feelings led them to seek support through the Internet. 
1. Isolation/loneliness (10 responses) 
• "Feeling trapped at home. Friends and relatives do not visit my husband or me. 
People from the church where my husband was a charter member did not call 
or visit. I began searching for answers to the problems with my husband's 
health hoping to find a solution to his health problems." 
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• ''The feeling of no friends and lonelyness [loneliness] when my husband 
would leave any time and I was stuck here to watch dad alone." 
• "The feeling of being so alone, needing people who understood my situation 
first hand who could assure me I wasn't loosing my mind, and could answer 
my questions." 
• "I was stuck at home 24/7 and needed something to keep me sane." 
2. Stress/ desperation ( 4 responses) 
• "TotaJ desperation." 
• "Being home 24/7 with two people who need care. Feeling like I was going to 
loose [lose} it if I couldn't talk to someone who understood where I was 
coming from and give me some comfort." 
3. Place to vent (1 response) 
• "A place to listen and vent." 
Information/solutions to problems. The second theme included 11 participant 
comments (21% ofthe respondents). Caregivers described searching for information. 
Several reported that through their research, they discovered online support groups. 
I. Seeking information (5 responses) 
• "Looking for information on elder-care." 
• "When my husband was realeased [released} from the hospital, 1 was not 
given ANY information as to his condition, prognosis, or how to communicate 
with him. Nor what had happened to him, nor what to expect in the short term 
and long haul." 
2. Seeking information, found people (6 responses) 
• "Through my research ['searching for answers to problems of husband 's 
health], 1 connected with people who cared what was happening to our lives." 
• "Looking for information for stroke related leg cramps my Dad was 
experiencing. The people were so incredibly supportive and informative. I just 
kept coming back!" 
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Lack of face-to-face social support/resources. The third theme that emerged from 
the data in Research Question 4 represented 11 caregiver responses (21% of the sample). 
Participants voiced experience with lack of support or resources in their local areas. 
• "Can not go to local support groups." 
• "There is no support in [name of city} for aphasia at all, and the stroke groups are 
elderly ... different life issues." 
• "Availability in our remote living area." 
• "Lack of support in my personal life. My nearest family is 80 miles away --
seldo~ if ever, seen. I don't usually have time to speak on the phone with 
friends." 
• "Lack of local resources." 
Learned from various sources. The fourth theme included 9 responses and reflected 
the answers of 17% of the caregivers. Caregivers reported that information received from 
others prompted them to seek support through the Internet. 
I. From others/from others in a face-to-face support group ( 4 responses) 
• "A friend told me about online help." 
• "Talking to other women at the support group here in [name of city} and in [name 
of city}. " 
• "Friend found me on another ISP [Internet Service Provider] and asked me if I 
wanted to join the group." 
2. Discovered specific website/online group (3 responses) 
• ·'J met one of the founders of this Internet group in my face-to-face support group 
for strokees and their caregivers. It was about a year afterward that I accidentally 
came across the group while doing an Internet search for my first master's thesis. ,. 
• " I found [name ofspecijic website} online site. ,. 
3. Newspaper article (I response) 
• "Newspaper article on support group." 
4. Other (1 response) 
• "I'm online frequently anyway." 
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Status-similar others/community. The fifth theme described the comments of7 
respondents (13% ofthe sample). Caregivers reported seeking others in the caregiver 
role. 
1. Others in a similar situation (5 responses) 
• "To find people in the same situation for support ... 
• ''I wanted to connect with other people who were living the same life I was 
living." 
2. Benefit of peer advice (2 responses) 
• "Most of the advice from OT and PT who "surveyed" our home was wrong wrong 
wrong.eg, PT insisted on a transfer bench. Did not work at all in our bathroom. 
Where and what kind of equipment on line folks were using, was good advice." 
• "When you are in a support group you aren't getting one person to answer a 
question you get several and then you have a choice of what might work best for 
you. Ifthat doesn't work then you can use one of the other's advice. You don't 
have to go back to the computer or a book to look up something else to try." 
Aspects of CMC. The sixth theme focused on speci fie attributes of computer-
mediated communication and reflected the answers of3 caregivers or 6% of the 
respondents. These characteristics ofCMC attracted individuals to use the Internet in an 
effort to meet their needs as caregivers. 
1. Availability (2 responses) 
• "Availability of internet [Internet} and unavailability oftime for face-to-face." 
2. Privacy ( I response) 
• "Privacy in my home." 
Technolof!Y status change. The seventh theme dealt with acquiring technology or 
Internet capability . Three of the participants (6% of the sample) were represented. 
• "'I bought a computer and discovered discussion fo rums." 
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• "Finally getting on line service ... It is something that relaits [relates] to me." 
Range of social/relational intimacy. The eighth theme highlighted the range of 
intimacy revealed through the caregivers' responses. 
• 
• 
"A bonus was gaining friendships that have lasted for years." 
"I don't know what I do without this group. They are always here for me and 1 for 
them" 
Metaphors ofCMC/online social support. The ninth theme contained description 
that communicated the importance of online social support to several caregivers. 
• "The computer is my lifeline." 
• "When I bought this computer it changed my life." 
Research Question 5 
Research Question 5 investigated "What aspects, if any, ofCMC do caregivers 
perceive as supportive?" Study participants were asked to answer the following question: 
"What is it, if anything, about online social networks that is supportive?" Caregivers 
submitted what they found to be supportive about Internet-based social support. The 
following 8 themes emerged from the data: status-similar others (other caregivers), 
unique aspects of CMC, antidote for psychological distress/loneliness, inspiration/prayer, 
everything, humor, range of sociaVrelational intimacy, and metaphors for CMC/online 
social support. A discussion of each theme with sub-themes and sample data is presented. 
Status-similar others (other caregivers). The most commonly occurring theme 
revealed the supportive benefits of connecting with others who share a common 
experience. Forty-one caregivers, 79% of the participants, indicated that sharing with 
other caregivers was supportive. Four sub-themes directly related to connecting with 
other caregivers were identified: commonality of experience/understanding, emotional 
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support/encouragement, problem solutions/helpful suggestions, and non-
judgment/acceptance. 
I. Commonality of experience/understanding (29 responses) 
• "You can always fmd someone to talk to who understands what you are 
experiencing and feeling. Most of the time when you are feeling all alone, 
someone is there to connect to." 
• "Others sharing their experiences and giving ideas when you hit a stone wall 
10 feet tall." 
• "These are the only people who truly understand what intensive caregiving is 
all about. Someone who has never done this has no idea how hard it is. For 
example, I've read advice from different sources that said to keep the 
environment of an AD patient uncluttered. ROFL [Rolling on the floor 
laughing]. My dad empties out the drawers several times daily. I'm too damn 
tired to keep putting the crap back in the drawers! Only another caregiver to an 
AD patient would understand that." 
• "Someone who bas never done this has no idea how bard it is." 
• "Knowing others share your plight." 
• "Hearing what other caregivers face bas helped me accept all the little things 
that I have to face day to day." 
2. Emotional support/encouragement/understanding ( 12 responses) 
• "They are there for me, and I am there for them." 
• "Always, they give you encouragement, understand what you are dealing with 
or how you're feeling because they have experienced it." 
• "Just the fact that they understand how I'm feeling because they've gone 
through what I'm going through or what I am going to go through." 
• "That these people have been thru a lot of the same things that I have and 
understand all the problems and emotions that I have." 
3. Problem solutions/helpful suggestions (9 responses) 
• "Positive feedback on problems, empathy." 
• "Learn problem-solving for caregiving concerns. ideas [Ideas] for how others 
take care of their loved one." 
• "There is always someone that has experienced a problem and can help you 
with your problems." 
• "People ask questions, suggestions for the love [loved] one they are caring for. 
People respond with helpful suggestions for you to try." 
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• "These folks no [know} and understand. We have all been there and share our 
hopes {and] experiences good times and bad. The advice they have given me 
is the best." 
3. Non-judgment/acceptance (6 responses) 
• "Offering acceptance instead of criticism like I get from relatives." 
• "Freedom to vent without judgement [judgment]." 
• "They never judge me for what 1 say and always show support and Jove." 
• "Just knowing you can count of them to understand and to vent and they are 
not going to think you are terrible." 
• "Total acceptance of each other, unhindered by judgements [judgments] on 
appearance, etc. that interfere with face to face situations." 
Unique aspects of CMC. The second theme included characteristics of computer-
mediated communication. Eleven caregivers (21% ofthe sample) found features of online 
dialogue supportive. Respondents consistently named two characteristics of CMC that 
contributed to their sense of social support through online networks--asynchrony/ 
availability and anonymity. 
1. Asynchrony/availability (8 responses). According to Webster's dictionary (1996). 
asynchrony is defmed as "not occurring at the same time" and "operations without 
the use of fixed time intervals (opposite of synchronous)." Caregivers reported that 
the absence of set meeting times and the constant availability of online contact 
were supportive. 
• "It is always available. You can tum on your computer at any time, when the 
feeling hits. and you can get support. " 
• "They are there at 3 a.m. when you can't s leep.·· 
• "Day or night, someone is online to respond to your message." 
• "The fact that it is always there." 
2. Anonymity (3 responses). Webster's dictionary (1996) states the meaning of 
anonymity as "without any name acknowledged," and "lacking individuality. 
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unique character." Caregivers described as supportive the ability to communicate 
without their individual identity being known. 
• ''I suppose there is an element of being anonymous. You can pour your heart 
out and no one has to know who you are although in time you do end up 
socializing with the "caregiving support group." 
• "Anonymity to some extent. Being able to be selective. I don't read some 
people's postings because they are quite superficial and too much "it was God's 
wilL" for me. There are individuals I have learned to rely on for good 
information. It's available when I have time." 
Antidote for psychological distress/loneliness. The third theme focused on the 
isolation of caregiving and the comfort of knowing they are not alone. Four participants 
(8% of the sample) mentioned this theme. 
• " Made me understand that I am not alone in my frustration, loneliness, 
helplessness and utter despair." 
• "Knowing you are not alone in this lonely existence ... 
• "Most of the time when you are feeling all alone, someone is there to connect 
to." 
Inspiration/prayer. Three respondents (6% of the caregivers) represented the 
fourth theme. One person commented that there were not many people online who were 
relying on spiritual strengths. 
• "In [name of online group} we are all of a simlar [similar} age group so we 
can and do help one another and we pray for each other. that means alot [a 
lot] to me."' 
• ' 'Knowing that others are going thru basically the same as I am, except I do 
not find too many that turn to God for stren!:,rth and having a positive attitude 
with their spouse 99% ofthe time ... " 
Everything. Claiming the fifth theme, two caregivers or 4% of the sample prefaced 
their response with the word "everything." 
• "Everything, information, joking, just to know I can reach out." 
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• '~veryth~g: Information about medications. Ideas about how to cope or deal 
With specific problems. News about new treatments. Emotional support. 
Laughter. Somewhere to vent anger." 
Humor. The sixth theme was identified by two of the participants (4% ofthe 
caregivers). These respondents described what was supportive about online networks 
using the single words "laughter" and '~oking". 
Range of social/relational intimacy. Participants expressed several levels of 
intimacy with their online community. The seventh theme revealed the range of closeness 
expressed by the caregivers. 
• "Sharing experiences anomously [anonymously]." 
• "I appreciate the posts I see about people emotionally helping people. Husband 
is left side affected, so 95% of his thought process are intact, so he is still my 
support." 
• "Companionship with people like me." 
• "You become to feel that the On Line Support people are your friends. " 
• "[ have built some fine relationships with the other ladies and gents that come 
to chat and post in the folders." 
• "You are talking to people who have "been there, done that". They become 
very dear friends. They understand exactly what you mean when you say you 
are tired, confused or depressed. They are quick to help you whenever you 
need it." 
• "You make your own rules when it comes to that [socializing with the online 
support group members] and everyone is different." 
• "You get to know these people, exchange phone numbers, christmas 
[Christmas} cards .. .laugh when they have a funny event, cry when they hurt. 
they become very close friends. Always, they give you encouragement, 
understand what you are dealing with or how you're feeling because they have 
experienced it." 
• "Some of the members have even gotten together face to face, which expands 
the social network. I have had telephone conversations with one of the former 
group members, who left when her care receiver died. It was very reassuring. 
When one member's house burned down, the group banded together to send 
money to help tide her over until her insurance payment came through. This 
group is closer to me than my family, or what's left of my family. There is 
definitely a fami ly of stroke caregivers, and it lightens the burden 
immeasurably. ((((HUGS))))" 
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Metaphors for CMC/online social support. The eighth theme contained one 
caregiver's image of online social support. Vivid description was used to demonstrate the 
supportive nature of online social support. 
• "It is a life force when you are isolated from the real world, enveloped in your 
role." 
Research Question 6 
Research Question 6 was " What unique advantages of online social support do 
caregivers identify?" Participants in the study were asked to respond to the following 
open-ended question: "Are there any unique advantages of online social support as 
contrasted with face-to-face social networks?" Emerging from the data were three 
themes: attributes ofCMC, connectivity, and range of sociaVrelational intimacy. The 
majority ofthe responses to Research Question 6 stressed the importance of aspects of 
CMC, specifically asynchrony and anonymity, in meeting the social support needs of the 
caregivers. In addition to the themes and sub-themes, two negative cases from the data 
are presented. 
Attributes ofCMC. The theme most often identified by participants was included 
within 51 responses. Three sub-themes emerged from the data: asynchrony, anonymity, 
and ability to personalize use of CMC. Besides describing the benefits of asynchrony and 
anonymity, caregivers replied in ways that indicated their capability to customize use of 
CMC to meet their needs. 
1. Asynchrony (27 responses). The sub-theme represented 52% of the partic ipants. 
Asynchrony as a characteristic of online communication was described in relation to 
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convenience and suitabi(jty to the caregiving situation. Several caregivers mentioned the 
advantage of immediacy of information and response to questions. 
Convenience and suitability to the caregiving situation 
• "You can do it in the confines of your home. Being a caregiver you are home 
most of the time. I don't drive so therefore I am more isolated." 
• "Face-to-face social networks are almost impossible with my situation. With 
online social support, I can talk to anyone in the whole wide world at any time 
of day or night." 
• "If you don't have a sitter to care for the family member, and no other family 
members in the area, it is the only way to have social interaction. Find people 
who have information for your unique problems who have had similar 
experiences." 
• "Since I can't leave my wife alone, this is the only social contact l can 
maintain." 
• "The advantage is the support is always available and it comes to you. I am 
unable to leave the house to attend face-to-face support." 
• "Also getting my stroke survivor out to go to a meeting can be difficult. I can 
communicate with my caregiver friends when he is watching TV, or sleeping. 
Also I can communicate when I have the time." 
• "If I had time to get away for a local support group, it would take physical 
energy that I would rather not expend. Getting out of the house is a big chore." 
• "With online support, you can sign on at 2 :00 in the morning and get comfort 
just from typing out your story. Sometimes, that is the only time you might 
have." 
• "I can post to a message board at 3 a.m. in my pajamas." 
Immediacy of information/response to questions 
• "Also, if you have a problem and put it online, you are sure to get plenty of 
messages with help from many people within hours. T found that when 
someone asks a question on where to even buy a needed article to help their 
loved one, there is a flood of online and offline answers. So it is quick. Other 
support groups meet monthly and you may not be able to attend the meeting 
on that evening, and have to wait until next month .. , 
• "Quick response to questions, situations, empathy.' 
• "It's anonymous, it's omnipresent. You don't have to wait for a meeting to 
discuss something. You can join in while wearing your nightgown." 
2. Anonymity (24 responses). Forty-six percent ofthe sample reflected this sub-theme 
and the advantages of communicating without acknowledging identity. A number of 
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caregivers expressed that it was easier to relate online (anonymously). Others noted that 
anonymity fosters a non-judgmental atmosphere online. 
• "The anonymity breaks lots of barriers for many in my opinion. There is less 
judgment and a real willingness to bond and help one another." 
• "Yes. The anamanimity [anonymity} provided by the net allows a somewhat 
easier sharing of emotionally sensitive issues a good deal ofthe time. It is also 
easier to just blow, knowing that the net contact is willing to let it come 
without being judgmental." 
• " Anonymity can be beneficial when sharing one's reactions and feelings about 
the stress of caregiving." 
• " And people who belong [to online support groups} feel freer to express their 
frailties than did the people in the face-to-face group, since the likelihood of 
ever meeting these people is so small. It's liberating in many ways to receive 
support from a stranger, believe it or not!" 
• "They open up more perhaps because there is less to risk." 
• "Can often share thoughts that I'd not face to face--because of gossi!1 spreading 
in this remote area------also, lots of people are related to the same people!'' 
• " Yes. You can talk to strangers better than close friends about your own fears, 
etc. If you can fmd them." 
• "You feel more at ease on line because they do not really know you and 
cannot judge you." 
3. Ability to personalize use ofCMC (8 responses). Several respondents offered ways 
in which asynchrony and anonymity allowed them to personalize use ofCMC to meet 
their needs as caregivers. One individual mentioned the benefit of" lurking," being an 
onlooker or a passive participant in a group without actively entering into the online 
discussion. 
• 
• 
• 
• 
"You can click offwhen you 've heard enough." 
"You can delete those discussions which don't pertain to you. Personally l don't 
do well in groups of people. I'm better one on one." 
"Anonymity to some extent. Being able to be selective. I don't read some people's 
postings because they are quite superficial and too much "it wa'> God's will" for 
me." 
"Yes. I prefer to sit at my computer and cry alone when I hurt, but at the same 
time I need the comfort they provide." 
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• ''I don't have to wait for a group to discuss someone else's problems before they 
get to mine. There is no time limit on how long I can speak. I don't have to 
contribute ifl don't have an opinion." 
• "The main thing I like about online is that these messages come in many times a 
day and if you have time, you can read them, scan the topics to see ifthere is 
interest, or delete." 
• " . .. and you have a long time to warm up and read the posts without anyone 
knowing you are there. Then when you are ready, you talk and there is no 
pressure." 
Connectivity. The second theme to emerge from the data in Research 
Question 6 represented 14 responses from caregivers (27% ofthe sample). Sub-themes 
related to connectivity included finding and expanding the network of status-similar 
others, understanding, information/solutions to problems. non-support from family, and 
opportunity to express emotions. 
l. Finding and expanding the network of status-similar others (6 responses). Several 
respondents reported the advantage of connecting with other caregivers online. 
Caregivers responded that online activities offered the opportunity to expand their social 
network to include a larger and more diverse group. 
• "On-line you are in touch with people who are going through the same thing you 
are." 
• "It is hard to admit you are falling apart to begin with and impossible to find 
someone who understands if they have not had the experience." 
• "Face-to-face social networks that are not related to caregiving or personal needs 
do not have revelancy [relevancy] to my life. When I attended women's social 
group I felt bad because I do not live a full life like other women at home do (they 
talk about the activities they participate in that I cannot due to caregiving 
responsibilities)." 
• "You can talk to a larger pool of people with similar experiences than just asking 
around where you live." 
• "There are more people involved. so there are more opportunities to "make a 
friend" even if you never actually see them. And probably a whole lot more: ' 
• "The online group is also much more diverse." 
140 
2. Understanding (3 responses). Several caregivers responded that connecting to 
others in caregiving situations offered them understanding. 
• "They truly understand." 
• "Empathy." 
• "Additionally, the online community to which I belong is much more 
understanding and accepting of caregiver shortcomings than was the face-to-face 
support group to which my husband and I used to belong." 
3. Information/solutions to problems (2 responses). Participants suggested the unique 
advantage of online social support to provide information and problem solutions. 
• "Find people who have information for your unique problems who have had 
similar experiences." 
• "There are individuals I have learned to rely on for good information." 
4. Non-support from family (2 responses). In describing the benefits of online social 
support. caregivers reported the experience of non-support from their families. 
• "My family is in a battle. I honestly don't know who to trust as there has been so 
much name calling and back stabbing. Most relatives have walked away rather 
than get involved." 
• "Family ties are strong here. but not especially for helping-just spreading the 
gossip and news!!!!!" 
5. Opportunity to express emotions/vent ( l response). One participant named the 
advantage of being able to freely express emotions to other caregivers online. 
• "I can also express feelings of anger, resentme nt, of being so tired, or overloaded 
because of his stroke that would make him feel bad if said aloud in his presence-
though not meant to hurt him." 
Range of sociallrelalional inlimacy. Caregiver responses to Research Question 6 
included several levels of social and relational interaction. Within a discussion of the 
advantages of online social support, participants referred to the anonymity of impersonal 
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conversation as well as to the friendship, even love, that may develop. Several examples 
are presented. 
• "Ability to remain private." 
• "Impersonal reactions." 
• "Yes they don't pry into your intermost {innermost} problems and make you feel 
you are not much." 
• "Yes, as I said talking on the Internet makes it personal but not everyday in your 
family life. To me it is easier to talk to someone on the net rather than at my 
dinning [dining} room table." 
• "You can feel the love through that monitor. These people will go that extra mile 
to help you." 
Negative cases. Two participants expressed what could be considered negative 
responses with regard to the unique advantages of online social support. The following 
responses were given in answer to Research Question 6 "Are there any unique 
advantages of online social support as contrasted with face-to-face social networks?" 
• ''No."[no advantages] 
• "I like the face to face support groups as these people have become more than 
friends. The on-line is not as emotional and they go off on many other items; 
jokes, items that do not help me, but may help them blow off some emotional 
steam." 
Research Question 7 
Research Question 7 investigated "What unique disadvantages of online social 
support do caregivers identifY?" Caregivers were asked to respond to the open-ended 
question "Are there unique disadvantages of online social support as contrasted with 
face-to-face social networks?" Four themes emerged from the data: limitations ofCMC, 
none (no disadvantages), complaints with CMC, and other. Discussion of each theme, 
sub-themes, and sample data are presented. 
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Limitations ofCMC. The most conunonly occurring theme was reflected in 36 
caregiver responses representing 69% of the sample. Participants described limitations of 
online communication specific to the caregiving situation. Sub-themes included absence 
of physicality, absence of social context cues, desire for more social/relational contact or 
intimacy, and the inability to give or receive tangible support. 
l. Absence of physicality (16 responses). Caregivers expressed the disadvantage of not 
having physical contact with those in online support groups. 
• "It would be nice to have a face and voice ... to be able to reach out and hug those 
that care and support you on a spiritual and emotional level." 
• "Sometimes when a back and neck massage would do wonders it's simply not 
possible." 
• "Cannot receive hugs and kisses. No one can hold your hand or give you a 
kleenex when the tears are flowing.'' 
• "Sometimes you just want to hug somebody who is going through the same thing 
you are going through." 
• "The only disadvantage I can think of is that we do not get to give one another 
comforting hugs in person." 
• "They can't hold you physically." 
2. Absence of social context cues (I 2 responses). Participants mentioned the lack of 
auditory and visual context cues that characterize face-to-face human communication. 
• "Just talking with "Names" no personal faces." 
• "I miss having eye contact with whom 1 am chatting with." 
• "Although on- Line support is good (JMHO) [in my humble opinion} face to face 
physical contact is ALWAYS better. On-line communication is limited (e.g .. No 
body language, facial expression, etc.).'' 
• "Lack of body language to help relay meanings." 
• "But I do like the face to face of knowing who I'm talking to.'' 
3. Desire for more social/relational contact/intimacy (6 responses). Several caregivers 
expressed that they would like to meet and have face-to-face social interaction with those 
they have relationships with through online support groups. 
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• ''I would really like to meet some of these people face to face. Perhaps someday 1 
will be able to travel to their towns. It's my greatest hope." 
• "Strong friendships are developed. Online support, for me, leaves a longing to 
meet these people." 
• "I really would like to have a get-together with my best on line friends. We share 
a lot, but it would be so much fun to meet them ' face to face. "' 
• "Yeah .... would be nice to have coffee face to face some day." 
• "Lack of face to face social contact, human interaction, formation of friendships 
that extend beyond the support group." 
4. Inability to give/receive tangible support (3 responses). Respondents identified the 
disadvantage of being unable to offer needed assistance to other caregivers. 
• "Physical contact could alJow sharing of responsibilities (e.g., I'll watch your care 
receiver so you can go shopping- then you'll do the same for me)." 
• "The only problem I see is when someone is in desperate need, you are not close 
enough to reach out and give them tangible help. We are spread out all over the 
country and sometimes you want to help even it's only to go over and do 
someone's dishes while they are at the hospital or in need of rest." 
• "It also makes it difficult because if it were a face-to-face group you could go to 
their home and physically help them when they need it, or give them a break for 
shopping etc.'' 
None. The second theme emerged from the responses ofl l participants (21% of 
the sample). Caregivers voiced that there were no disadvantages of online social support 
networks. An additional4 respondents left the question blank. 
• 'Don't know of any ... .'' 
• "I haven 't found any down side as yet." 
• "Not in my experience." 
• "Not that I can think of" 
Complaints with CMC. Eight responses representing 15 % of the caregivers 
expressed the third theme and described complaints with online communication. Sub-
themes that emerged were anonymity, Jack of adequate response or information, technical 
problems, lack of privacy/confidentiality, and cyber-cliques. 
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1. Anonymity (3 responses). Participants described the disadvantages of communicating 
without acknowledging one's identifY. A few caregivers voiced skepticism about the 
sincerity and genuineness of those they encounter online. 
• ''No way to verify person is speaking from experience or just making it up ... " 
• "Uncertain of other respondents' sincerity and truthfulness." 
2. Lack of adequate response/information (2 responses). Two respondents described the 
limits of supportive information that is transmitted through onJine social networks. 
• "On-line support also is limited by the amount of info exchanged (only a limited 
time available for typing). Wide diversity of locale also impairs discovery of local 
support - be it government or other agency." 
• "Chat: get immediate feedback, but limited conversation (usually too brief and no 
topic development)." 
3. Technical problems (2 responses). Participants noted disadvantages associated with 
the technology necessary to access online social support. 
• "Difficulty in contacting sites that you seem to be able to contact. Not being able 
to access sites." 
• "Loss of connectivity, dependence on ISP {Internet Service Provider}." 
4. Lack of privacy/confidentiality (1 response). One participant reported the risk ofloss 
of confidentiality when communicating online. 
• "Disadvantage of both [face-to-face and online social support} is that they are 
public and caregiver can feel he or she has to screen what they say, may not feel 
safe to deal with important issues, especially if issue is conflict with others such 
as family members." 
5. Cyber-cliques (1 response). One caregiver was aware of cliques that may form within 
online groups and cause members to feel excluded. 
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• "There is a clique of close friends on the mailing list and everyone else feels left 
out and excluded which can lead to more depression than before you started the 
group." 
Other (2 responses). The fourth theme included responses of two participants that 
were independent of other emergent themes. 
• ·'The only times it is bad is when one of us drop out due to their death as has 
happened twice this year and several have lost their dear ones to death but have 
been able to face life by continuing to join us in our chats." 
• "Lack of time to do it!" 
Summary of Findings 
Chapter IV presented the results of the descrip6ve study to explore the perceptions 
and Internet-use patterns of caregivers of older adults who are engaging in social support 
networks through the Internet. The anonymous Internet-based survey combined 
quantitative and qualjtative research methodologies to answer seven research questions: 
1. Are there statistically significant mean differences in caregjvers ' time spent 
online in caregiving-related activities by demographic and Internet-use related 
variables? 
2. Are there statistically significant differences in caregivers' perceived 
importance oftheir online socia l support networks by demographic and Internet-
use re lated variables? 
3. How, if at all, do caregivers use the Internet for social support? 
4. What factors led caregivers to seek social support online? 
5. What aspects, if any, ofCMC do caregivers perceive as supportive? 
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6. What unique advantages of online social support do caregivers identifY? 
7. What unique disadvantages costs of online social support do caregivers 
identify? 
Research Question I 
Results of four separate analyses of variance (ANOVA) revealed no statistically 
significant differences in mean time spent online in caregiving-related activities among 
caregiver groups by the following factor variables: caregiver age, caregiver relationship 
to care receiver, presence of Alzheimer's disease, and perceived importance of online 
social support. These fmdings suggested that variability of mean time spent online within 
groups was greater than variability between groups. However, the results of one of the 
analyses were of practical interest. Among caregiver groups categorized by perceived 
importance of their online social support, mean differences approached the level of 
statistical significance and merit further study. 
Research Question 2 
Nonparametric test procedures were used to investigate group differences on the 
dependent variable, caregiver perceived importance of online social support. Kruskai-
Wallis one-way analyses of variance by ranks were conducted to detect statistically 
significant median differences among groups categorized by caregiver age and by time 
spent online in caregiving-related activities. The Mann Whitney U test was used to 
determine whether statistical1y significant median differences existed between caregiver 
relationship to care receiver groups and between Alzheimer's disease groups. 
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Results of the four separate analyses yielded mixed findings. No differences in 
perceived importance of online social support were found among four caregiver age 
groups. There were no differences detected between groups by relationship to care 
receiver, spouse/partner and child/child-in-law/other. However, medians were 
significantly different between groups categorized by Alzheimer's disease and by hours 
spent online in caregiving-related activities. Results showed that caregivers who 
indicated their care receiver did not have Alzheimer's disease reported significantly 
higher perceived importance of online social support. Statistically significant differences 
were also detected among groups according to hours spent online in caregiving-related 
activities. A Kruskal-Wallis Post Hoc Test for Unequal Sample revealed that Group I 
[Low (0.24 to 4 hours/week)] and Groups 3 [High (ll to 30 hours/week)] differed 
significantly. 
To further investigate caregivers' perceived importance of their online social 
support networks, mean scores were compared for face-to-face emotional/informational 
social support and online emotional/informational social support. The nonparametric 
Wilcoxon Signed Ranks Tests revealed that mean scores for Emotional/Informational 
Social Support Online were significantly higher than were mean scores for 
Emotional/Informational Social Support Face-to-Face. 
Research Question 3 
Survey participants were asked to describe how they used the Internet for social 
support. Seven themes emerged from the data: connectivity to other caregivers, antidote 
148 
to psychological distress, informational support, elements ofCMC, metaphors for 
CMC/online social support, range of sociaVrelational intimacy, and inspiration. 
Research Question 4 
Caregivers responded to the open-ended question "What led you to seek social 
support online?" Nine themes were identified from the data as follows: antidote for 
psychological distress, information/solution to problems, lack of face-to-face soc ial 
support/resources, learned from various sources, status-similar others/community, aspects 
ofCMC, technology status change, level ofsociaVrelational intimacy, and metaphors of 
CMC/online social support. 
Research Question 5 
Respondents submitted what they found to be supportive about Internet-based 
social support. The following I 0 themes emerged: status-similar others (other caregivers), 
emotional support/encouragement, unique aspects of CMC. non-judgment/acceptance, 
antidote for psychological distress/loneliness, inspiration/prayer, everything, humor, 
range ofsociaVrelational intimacy, and metaphors for CMC/online social support. 
Research Question 6 
This question investigated what advantages of online social support caregivers 
identified. Emerging from the data were three themes: attributes ofCMC, connectivity to 
others in the caregiving role, and range ofsociaVrelational intimacy. The majority ofthe 
responses stressed the importance of aspects of CMC, specifically asynchrony and 
anonymity, in meeting the social support needs of the caregivers. 
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Research Question 7 
Disadvantages of online social support were discussed in Research Question 7. 
Four themes were found: limitations ofCMC, none (no disadvantages), complaints with 
CMC, and other. 
Universal Qualitative Themes 
Several themes were pervasive throughout the qualitative questions. Five common 
themes and sub-themes were identified in the research. Universal themes included: 
connectivity, adaptive match ofCMC, limitations ofCMC, range ofsociaVrelationaJ 
intimacy, and metaphors for CMC/online social support. The themes sub-themes, and 
sample data are presented in Table 25. 
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Table 25 
Universal Themes Across Five Qualitative Questions (N = 52) 
Theme 
1. Connectivity 
Expanding Status-Similar 
Social and Informational 
Network 
Antidote to Psychological 
Distress 
2. Adaptive Match ofCMC 
Attributes ofCMC 
Suitability to the 
Caregiving Situation 
3. Limitations ofCMC 
Desire for More SociaV 
Relational Contact 
Sample Data 
"I can communicate with others who are doing the 
exact same things that I am doing ... no need to 
explain ... they immediately understand." 
"My support groups allow me to laug~ cry, be silly, 
be serious, ask questions, help someone else, but 
most of all I feel that I am not alone. They are 
somebody to talk to when I can' t get out of the 
house." 
"The anonymity provided by the net allows a 
somewhat easier sharing of emotionally sensitive 
issues." 
"They are there at 3 a.m. when you can't sleep:· 
"Don't need to make arrangements for a sitter for 
mom or drive anywhere and I don ' t have to worry 
about my appearance." 
"Sometimes you just want to hug somebody going 
through the same thing you are going through." 
"The only problem T see is when someone is in 
need, you are not close enough to reach out and 
give them tangible he lp:' 
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Theme 
3. Limitations of CMC 
Complaints with CMC 
4. Range of SociaVRelational 
Intimacy 
5. Metaphors for CMC/Online 
Social Support 
Sample Data 
"Uncertain of other respondents' sincerity and 
truthfulness." 
"I have looked for practical solutions to my 
problems and found them. For social I call family 
and friends." 
"They become very dear friends." 
"You can feel the love through that monitor.'· 
"These folks have saved my life more than once." 
" It is a goldmine of information." 
"It is my lifeline to sanity." 
"Since we are mostly homebound, the Internet is 
my out let to the outside world." 
"It is a life force when you are isolated from the real 
world, enveloped in your role." 
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CHAPTER V 
SUMMARY, DISCUSSION, AND CONCLUSIONS 
Chapter V will summarize the study, including a brief methodology, and present a 
discussion of the findings as they relate to previous research. Next, the chapter will 
provide conclusions based on the results of the study and implications for use of the 
fmdings. Recommendations for family sciences professionals, practitioners, and 
researchers are offered. Finally, limitations ofthe research are defmed. 
The study was descriptive and sought to explore the perceptions and Internet-use 
patterns of caregivers of older adults who are engaging in social support networks 
through the Internet. The anonymous Internet-based survey combined quantitative and 
qualitative research methodologies to answer the following research questions: 
I. Are there statistically significant mean differences in caregivers' time spent 
online in caregiving-related activities by se lected demographic and Internet-use 
variables? 
2. Are there statistically significant differences in caregivers' perce ived 
importance of their online social support networks by selected demographic and 
Internet-use related variables? 
3. How, if at all, do caregivers use the Internet fo r social support? 
4. What factors led caregivers to seek social suppo rt online? 
5. What aspects, if any, ofCMC do caregivers perceive as supportive? 
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6. What unique advantages of online social support do caregivers identify? 
7. What unique disadvantages of online social support do caregivers identify? 
Summary 
The study consisted of an anonymous web-based survey constructed using 
Macromedia Dreamweaver 3 software (Macromedia, 1999). Three web pages were 
developed: a Participant Information Letter, the Caregiver Online Survey, and a Thank-
you message. 
Formulation of the above research questions created the need to recruit the sample 
online. Recruitment of participants was accomplished through Internet-based 
announcements placed with the approval of the web owner at selected websites offering 
caregiver online networks. A recruitment announcement that linked to the survey was 
posted at 15 websites. 
Criteria for participant self-selection in the study were listed in the recruitment 
announcement as follows: a) participants must be adults 18 years of age or older; b) 
participants must be providing assistance to an older adult age 50 years or older who is 
living in the community, contrasted with residing in a residential care facility; c) 
participants must be currently performing caregiving activities at least 10 hours per week; 
and d) participants must be engaging in online social support networks. When completed 
surveys were submitted, a FrontPage entry form via an Active Server Page was 
transmitted electronically to the email address ofthe researcher. No identifying 
information, such as email addresses or web routing numbers, were transported with the 
form. 
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Sixty-six caregivers submitted completed surveys electronically. Fourteen of the 
caregivers failed to meet the study criteria. Analysis was completed with the remaining 
52 surveys using SPSS I 0.0 software (SPSS, 1999). Research Question I was answered 
through analyses of variance (ANOVA) statistical procedures using the general linear 
model method for main effects. Kruskal-Wallis one-way analyses of variance by ranks 
and the Mann Whitney U test were conducted to investigate Research Question 2. 
Research Questions 3 through 7 were answered using qualitative data analysis consistent 
with procedures prominent in the research literature. 
Discussion ofFindings 
Before discussing the results ofthe study, this section will briefly summarize 
demographic characteristics of the participants as compared with those of a recent 
national sample. Findings of the research will be presented according to the study 
Propositions and for each Research Question from the theoretical perspective of life 
course theory and the constructivist paradigm. References to theoretical underpinnings of 
these two theories will pervade the discussion. Results of the study wiJl be related to 
previous research on online social support, with specific reference to classic and 
contemporary work in the areas of caregiving and social support. 
Study Sample 
Demographic characteristics ofthe participants in this research can be compared 
to those of a national sample (NAC & AARP, 1997). Reporting a mean age of 54 years. 
caregivers in the study were somewhat older than those who took part in the larger survey 
and reported an average age of 46 years. Seventy-three percent of the caregivers in the 
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national group were women, while women represented 92% of the current sample. 
Individuals in the U. S. study provided an average of 18 hours of care per week. Study 
participants reported a significantly higher level of responsibility with a mean of 85 hours 
per week. Caregivers in this study recorded more time involvement than a sub-sample 
within the national study identified at the greatest intensity of care averaging 56.5 hours 
in caregiving duties per week. Of particular significance in this study was the large 
proportion of caregivers of individuals with Alzheimer's disease. Fifty-four percent of the 
participants reported that their care receiver had AD. According to the latest national 
caregiving survey, one-quarter of all caregivers were providing assistance to persons with 
AD and related dementia (NAC & AARP, 1997). A larger percentage of the national 
group reported full-time employment, 52% contrasted with 25% of the study sample. The 
duration of caregiving was comparable between the two samples, 4.5 years for the 
caregivers in the U. S. survey and 4.8 years for the study group. 
Participants in this study can be considered among the approximately 90 million 
Americans who have contacted a group online (Horrigan, 2001). They also can be 
compared to the 11 million individuals who reported their Internet use was crucially 
important in the assistance to another person with a major health condition (Kommers & 
Rainie, 2002). Caregivers in this study reported logging on to the Internet an average of 
13.2 hours per week. During their time online, participants spent an average of 7.5 hours 
per week engaged in activities related to their role as caregiver. Over half of the 
caregivers (55.7%) were engaged in online caregiving-related communication tor 7 or 
more hours during the past week. Nearly one-fourth (21.1 %) reported spending 14 hours 
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or more online last week. This finding is significant when compared with the average 
web usage by American individuals of all ages for the week ending May 12, 2002, 3 
hours and 27 minutes per week (Nielsen!NetRatings, 2002). 
Study Propositions 
The original propositions ofthe study will frame the discussion of the findings. 
Proposition 1 stated that "Caregivers of older adults seek social support through 
computer-mediated communication (CMC)" (Alexy, 2000; Brennan et al., 1995; 
Mahoney et al. , 1998; Smyth & Harris, 1993; White & Dorman, 2000). Research 
Questions 1 through 5 were considered under Proposition l. These questions focused on 
how caregivers used the Internet, what led them to online activity, and how they 
perceived support found. Proposition 2 posited "CMC represents a unique social 
environment for the giving and receiving of sociaJ support" (Klemm et al. , 1998; Miller 
& Gergen, 1998; Smyth & Harris, 1993; Soukup, 2000; Wellman et al. , 1996; White & 
Dorman, 2000). Research Questions 6 and 7 addressed the unique advantages and 
disadvantages of online social support identified by the caregivers in the study. 
Theoretical Framework 
Life course theory and the constructivist paradigm were selected as the lens 
through which to investigate the experience of caregivers who seek social support in the 
contemporary milieu of rapidly increasing Internet use. Each theory makes separate 
contribution to the interpretation of the results of the research. Also of benefit, the 
theories can be linked to consider the interdependence within families and the social 
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construction of meaning as it takes place within the broader socio-cultural, historical 
context (Allen et al, 2000; Bengston & Allen, 1993). 
Life Course Theory 
Particularly applicable to the study of caregiving, life course theory emphasizes 
linked lives over time (Elder, 1997). Although this research was cross-sectional, 
acquisition ofthe caregiving role represents a change in the functional status of a family 
member. Thus, lives are intertwined as family members age and experience sudden-onset 
life-changing health conditions or gradual decline. In addition, the theory places 
emphases on the heterogeneity of individuals across the lifespan (Bengston & Allen, 
1993). 
Another relevant focus of life course theory is the socio-historical context of 
caregiving. This study considered how caregivers negotiate their role using media 
technologies in the home. Results of this study clarify the impact oflnternet use on the 
lives of the participants and meanings embedded in their participation in online support 
networks. 
Constructivist Paradigm 
Just as with life course theory, the constructivist paradigm posits that socially 
constructed meanings result from transition in family relationships (Bengston & Allen, 
1993), including those in the caregiving situation. Caregiver perception is crucial to the 
construction of meaning for the caregiving experience and for social support (Stuckey & 
Smyth, 1997; Thoits, 1995). This research offered online caregivers the opportunity to 
explore and share their perceptions of social support. 
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Using the constructivist perspective, the study considered caregiver perceptions of 
social support vital to understanding the process of supportive activity. Historically, an 
individual's perception of social support is the general cognitive appraisal that support 
will be available when needed and that social connections to others are secure (Atienza et 
al., 2001; Cohen & Wills, 1985 ; Stuckey & Smyth, I 997). Individuals with higher levels 
of perceived social support seem to be more resistant to the adverse psychological effects 
of environmental stressors than are individuals with relatively low levels of perceived 
support (Cohen & Wills). Previous work has documented that the perception or belief 
that emotional support is available appears to be a much stronger influence on mental 
health than the actual receipt of social support (Tho its, I 995). 
This research furthered the understanding of social support through analysis of 
narrative responses of caregivers who were actively engaged in online support activities. 
Analysis of qualitative data has potential to "systemize and codify needs, values, and 
preferences" of individuals relevant to health and health care (Eysenbach & TilL 200 I , p. 
2). The qualitative approach of this study is among the earliest research efforts to 
document the experience of online caregivers. 
Findings by Research Question 
Research Question 1. This question investigated caregivers ' Internet-use activity 
within the historical context of expanding technologies in the home, specifically access to 
the Internet. The first research question sought to determine differences in hours spent 
online in caregiving-related activities among groups of caregivers by age, relat ionship to 
the care receiver, presence of Alzheimer's disease (AD), or caregiver perceived 
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importance of online social support. Researchers have documented that time online is a 
factor in overcoming barriers to CMC, such as lack of nonverbal and social contextual 
cues (Parks & Floyd, 1996; Walther, 1996; Wright 1999a). No statistically significant 
differences were found for any of the factors. Hours online related to care giving varied 
within age groups to a greater degree than across groups. Thus, caregivers in the study, 
including a 21-year old granddaughter and a 76-year old wife, reported spending variable 
amounts oftime online. 
Caregivers' relationship to their care receiver was related to caregiver age. Older 
caregivers were spouses, mid-aged caregivers were adult children, and the youngest 
caregivers in the study were granddaughters. There was no evidence that spouses, 
partners, adult children, grandchildren, or those that selected the category "Other" in 
caregiver roles spent differential amounts of time online in caregiving activities. 
Respondents in the study who reported that their care receiver had Alzheimer's 
disease did not spend significantly differing amounts of time online than did caregivers of 
persons not afflicted with the condition. Caregivers of persons with AD reported an 
average of7.6 hours per week in online time related to caregiving, while other caregivers 
spent 7.5 hours a week in similar activities. This finding is noteworthy in light of 
previous research that has indicated caregivers of persons with AD and related dementia 
are twice as likely as other caregivers to be providing the highest levels of care, more 
than 40 hours per week (Alzheimer' s Association & National Alliance for Caregiving, 
1997). 1t seems logical that AD caregivers would spend less time online than other 
caregivers given the time-intensive assistance involved. On the other hand, this fmding 
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suggests that online activity lends itself well to the rigors of Alzheimer' s caregiving. One 
daughter caring for her mother with AD wrote that isolation led her to seek social support 
online, "I can't get out due to caregiving duties, gave up job to care for loved one." The 
wife of an individual with AD expressed, "Since we are mostly homebound, the Internet 
is my outlet to the outside world." 
Comparison of caregiver online time according to groups categorized by their 
perceived importance of online social support revealed no differences. Mean hours online 
in caregiving-related activities were in direct proportion to ranked perceived importance. 
More specifically, caregivers who reported low perceived importance of their online 
social support networks also reported the lowest mean hours online. Participants who 
selected the highest ranking of perceived online social support also reported the highest 
number of hours online. Group differences did not exceed that which could be expected 
by chance. However, the probability level of .059 approached statistical significance. 
This finding suggests that further research may illuminate the relationship between time 
spent online and perceived importance of online support. 
Research Question 2. Research Question 2 investigated group differences in 
caregivers ' perceived importance of their online social support networks. Respondents 
were asked to rank (on a scale from 0 to 10 with a higher score indicating stronger 
perceived support) the importance of their online support to their overall sense of support. 
The perceived importance of support gained through Internet use was examined across 
categorical groups by caregiver age, relationship to care receiver, presence of 
Alzheimer's disease, and time online related to caregiving. There was no evidence of 
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perceptual differences among caregivers with regard to age and relationship to the care 
receiver. Median scores for caregivers in specific age groups and by relationship 
according to spouse/partner or child/child-in-law and other did not vary significantly 
from the overaJitaedian of 7.85 on a scale from 0 to 10. It appears from these results that 
caregivers of all ages who participated in the study, regardless of their relationship to the 
care receiver, placed relatively high importance on their Internet-based social support. 
Statistically significant differences were detected, however, for groups 
categorized by the presence of Alzheimer's disease. Caregivers who indicated their care 
receiver did not have AD reported significantly higher perceived importance of online 
social support. No plausible explanation for this phenomenon could be derived from the 
data. 
Participants who spent the greatest number of hours online in caregiving activities 
recorded significantly higher scores when asked to rank the perceived importance of their 
online social support. These findings bolster prior communication research that suggested 
increased time online can help individuals compensate for the reduced cues ofCMC and 
develop satisfying relationships (Parks & Floyd, 1996; Walther, 1996). This research 
corroborates an earlier study of online social support with older adults. Wright ( 1999b. 
2000) reported that satisfaction with online support was significantly higher for high 
Internet users than for low Internet users. It appears from the results of the current study 
that caregivers who spent significant time online found important sources of social 
support through online activities. 
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Research Question 3. This question asked participants in the study to express 
how, if at all, they used the Internet for social support. Narrative responses revealed ways 
in which online caregivers incorporated advanced media technologies into their lives. The 
predominant theme that emerged from the data indicated that the participants used the 
Internet to connect with status-similar others, that is, fellow caregivers. Caregivers 
described supportive interactions through friendships, understanding, and shared 
experiences and problem solutions. Simply connecting with other caregivers was 
supportive. As one caregiver noted "it is helpful to talk with others in the same boat." 
Responses to this question as well as to other study questions informed the classic 
query of social support research - "who gets how much of what kinds " of support ':from 
whom " regarding "which problems" (House, 1981 , p. 39). Clearly, caregivers in this 
study were saying that support from other caregivers was vitally important. 
Related to the importance of connecting with similar others, another theme 
revealed that caregivers used the Internet as an antidote to psychological distress. 
Twenty-nine percent of the caregivers expressed use of the Internet to deal with their 
isolation and their need to express complex feelings associated with the caregiving 
experience. Respondents reported that frustrations and emotions often could not be 
expressed to the care receiver or to other family members. Caregiver research has 
traditionally found an association between prolonged caregiver stress and declines in 
psychological well-being (Pearlin et al. , 1990; Schulz & Williamson, 1991 ). Findings of 
this study confirmed that some caregivers seek social support in response to 
psychological distress. Expression of the emotional impact of caregiving has been 
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previously identified in content analysis of caregiver online support group dialogue 
(Brennan et al., 1995). Participants in this study wrote, "I'm able to unload, ask questions 
and know that someone has been there done that, cry, laugh and just plain or feel loved 
and accepted and not alone in the world" and ' 'to let my guard down and release 
frustrations to people who understand the problems." 
Another disclosure in the responses to Research Question 3 was that caregivers 
used the Internet to access informational support. Participants were seeking information 
about medical issues, medications, answers to questions, and advice. This result parallels 
a recent report issued by the Pew Internet and American Life Project (Fox & Rainie, 
2002). Caregivers in the current study may be considered among the 6 million individuals 
who log on to the Internet each day for the purpose of finding medical information (Fox 
& Rainie 2002). Women, who comprise the majority of the nation's caregivers, are 
fervent "health seekers" (Fox & Rainie). Seventy-two percent of women who use the 
Internet search for health-related information. Of all Internet users in the 50 to 64 year 
age bracket, 71% had searched for health information (Fox & Rainie). Caregivers i.n this 
study are indicative of the trend toward informed health consumers. 
Results of the qualitative data analysis revealed that caregivers used multiple 
information exchange mechanisms available through the Internet. These findings 
demonstrated the proactive response of caregivers in adopting electronic media to meet 
their socio-informational needs. Furthermore. this research confirmed the notion that 
online social support, sirniJar to traditional social support, is a metaconstruct, 
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encompassing both emotional and informational assistance provided to individuals by 
others (Miller et al., 2001; Sarason et aJ., 1990; Tho its, 1995). 
Research Question 4. Research Question 4 asked caregivers what factors led to 
their seeking social support online. This research represents a preliminary attempt to 
determine directly from caregivers the impetus for their Internet use with regard to social 
support. Participants in the study most often sought online support as an antidote for 
psychological distress. Caregivers expressed the isolation of caregiving that led to 
searching online for social support, "I was tired of being alone," "Loneliness and 
desperation. I wanted to connect with other people who were living the same life I was 
living." Findings related to this question suggest that isolation can be devastating to the 
caregiver. Caregivers who perform many hours of care are at risk of isolation. This 
research concurs with earlier work that online support groups can alleviate the feelings of 
loneliness associated with many caregiving situations (White & Dorman, 2000). 
Furthermore, this study supports previous research suggesting that existing social 
support may erode over time (Lepore et al., 1991). Participant responses indicated that 
prolonged caregiving sometimes leads to diminishing social support. Caregivers wrote, 
"Friends and relatives did not visit my husband or me. People from the church where my 
husband was a charter member did not call or visit;" "Our friends have disappeared into 
the woodwork." 
In response to Question 4, participants again voiced their need for information, 
specifically exchange of information with other caregivers. The need for information has 
been previously identified in content analysis of caregiver online support group dialogue 
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(Brennan et al., 1995). Related to the need for information, caregivers mentioned the Jack 
of face-to-face social support and resources in their local area. These findings suggest 
important implications for program planners and service providers. (See next section). 
One of the impacts of this research is demonstration ofthe proactive response of 
this sample of caregivers in seeking information and support online. This interpretation of 
the study findings is consistent with the assumption of constructivist paradigm that 
individuals are active agents in creating their own lives (Thoits, 1995) and in 
reconstructing their lives as they age (Allen et al. , 2000). 
Research Question 5. Research Question 5 investigated what caregivers perceive 
as supportive about computer-mediated communication. This research makes 
contribution to the body of social support and stress research by exploring precisely what 
is "supportive" about online social support. Seventy-nine percent of the survey 
respondents indi.cated that status-similar others provided the most significant support. 
Caregivers voiced the supportive function of connecting with other caregivers, "Someone 
who walks in my shoes, similar problems and experiences. Someone who understands 
how hard it is. None of my friends have been through this (yet)." Findings indicated that 
support consisted not only of shared common experiences. but also of emotional support 
and encouragement, problem solutions, and non-judgmental acceptance from those who 
understand. This research suggests that sharing the common stressful experience can help 
caregivers to make meaning of their own experience. 
Thus, findings of this study are consistent with previous research regarding the 
importance of experiential similarity and social support (Pillemer & Suitor, 1996a; 
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Pillemer & Suitor, 1996b; Suitor et al., 1995). This researcher concurs with the previous 
authors that caregiver interventions that increase the network of status-similar others 
could improve caregiver well-being. 
Research Questions 6. Research Questions 6 and 7 investigated Proposition 2 that 
"CMC represents a unique social envirorunent for the giving and receiving of social 
support" (Klemm et al., 1998; Miller & Gergen, 1998; Smyth & Harris, 1993; Soukup, 
2000; Wellman eta!., 1996; White & Donnan, 2000). Critical to discovery of the unique 
features ofintemet-based support were the solicited narrative responses of the 
participants. To elicit qualitative information from caregivers was to invite rich 
description of lived experience about the distinctive properties of online social support. In 
that regard, this study advanced the work of earlier researchers, mainly employing 
content anaJysis methodologies. 
Research Question 6 asked "What are the unique advantages of online social 
support?" Participant responses produced rich data about caregivers ' incorporation of 
Internet communication tools into their everyday lives. Ninety-eight percent of the study 
participants named an attribute ofCMC as advantageous. The foremost theme described 
asynchrony and anonymity by name and by implication. Directly related to these features 
of online communication were expressions about the convenience and suitability of 
Internet use to the caregiving situation. Examples from the data included: "1 can post to a 
message board at 3 a.m. in my pajamas. I don' t have to worry about how I am going to 
get out of the house;" "Yes, online support is available 24 hours a day, 7 days a week;"' 
"With online social support you can always fmd someone online. With face-to-face 
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networks you have to wait until the next meeting. By that time you' ve forgotten what the 
crisis was at that moment;" "Yes, I don't have to leave the house or get dressed to talk 
with these folks. It doesn' t take my time away from my husband. ' 
Another attribute ofCMC significant to caregivers in the study was anonymity. 
Respondents expressed the benefits of support without personal involvement and 
immediate proximity. Data samples included: "The anonymity makes one feel freer to 
vent;" "And people who belong feel freer to express their frailties that did the people in 
the face-to-face group, since the likelihood of ever meeting these people is so small. It' s 
liberating in many ways to receive support from a stranger, believe or not!" "You can be 
anonymous and not be embarrassed by anything." The element of anonymity in CMC 
satisfied caregivers' needs for emotional expression within an atmosphere of non-
judgmental acceptance. This result confirms previous research that identified anonymity 
as a major theme in content analysis of online social support group conversation (Klemm 
et al., 1998). 
Although not a direct question asked in the online survey, the theme "ability to 
personalize use of CMC" emerged from the data. This research makes significant 
contribution to the body ofresearch on Internet-based social support by documenting 
evidence that individuals customize Internet tools to meet their needs. Prior research has 
suggested the potential benefit of individualizing support to meet caregivers· needs 
(Mahoney & Shjppee-Rice. l 994; Smyth & Harris, 1993). Participants expressed the 
following: "You can click off when you've heard enough;'· "You can delete those 
discussions wruch don 't pertain to you;" ''1 don 't have to wait for a group to discuss 
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someone else's problems before they get to mine. There is no time limit on how long I 
can speak. I don't have to contribute ifi don't have an opinion." The advantage of 
"lurking" was also mentioned: "and you have a long time to warm up and read the posts 
without anyone knowing you are there." Prior research noted the benefit of"lurking" 
with regard to online support groups (Klemm et al., 1998; Klemm et al., 1999). 
Extrapolated from the study results are the possibilities for personalizing channels 
of social support through the Internet. This potential makes web-based intervention 
critically relevant in the contemporary context of an aging population, increasing 
numbers of family caregivers, and expanding home Internet use. Recognition of the 
heterogeneity and diversity of individuals across the lifespan is a distinctive assertion of 
life course theory (Bengston & Allen, 1993). The challenges of understanding diversity 
among caregivers and of meeting multi-dimensional caregiver needs permeate the 
caregiver literature (Cantor 1994; Tennstedt, 1999). This research documents that Internet 
communication tools can be adapted by caregivers to meet their individual and ever-
changing needs. 
A universal theme across all the qualitative questions--range of sociaVrelational 
intimacy--also provides evidence that caregivers personalize online social support. Earlier 
research referred to this phenomenon as "continuum of social support" representing a 
range of interaction from little emotional involvement, such as informational support to 
extreme emotional involvement, such as report of a "surrogate family" (Wright, 1999c). 
Caregivers in this study described many levels of personal involvement with CMC from 
'information only" to "these folks have saved my life more than once." 
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Barriers to traditional face-to-face social support interventions were revealed 
through participant narrative responses. The potential ofonline strategies to alleviate 
obstacles to traditional support efforts has been identified previously (Smyth & Harris, 
1993; White & D0nnan, 2000; White et al. , 2000). Respondents in the study named 
obstacles to participation in face-to-face support settings including lack of substitute care 
for the care receiver, time-intensive caregiving duties, time and energy required to attend 
meetings, inability to drive or to drive at night, and difficulty "getting out ofthe house." 
Caregivers also named connectivity (connecting with other caregivers) as an 
important advantage of online social support. Participants were aware that the Internet 
allowed them to expand their social networks of status-similar others. Narrative responses 
of participants paralleled those described in Research Questions 3 and 4. For example, 
"You can talk to a larger pool of people with similar experiences than just asking around 
where you live. Find people who have information for your unique problems who have 
had similar experiences." 
Research Question 7. Qualitative responses to Research Question 7 revealed 
unique disadvantages of online social support. Sixty-nine percent of the participants 
described limitations of CMC as disadvantageous. Among those noted were absence of 
physicality and social context cues associated with Internet communication. Of particular 
significance were the 16% of the caregivers who described their desire for more 
sociaVrelational contact and intimacy with those they encountered on the Web. Several 
caregivers expressed the limitation of being unable to extend tangible he lp to those in 
need. These findings indicate that despite the advantages of online communication, 
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intensely human needs for physical contact and relationship remained for many 
caregivers. As one husband caregiver explained, "Although on-line support is good 
(IMHO) [in my humble opinion] face-to-face physical contact is ALWAYS better.'' 
Conclusions and Implications 
Considering the rise in online support group activity, insight into the impact of 
these supportive environments on the lives of individuals and families becomes 
increasingly important (Wright, 1999a). In the context of an aging population, increasing 
numbers of caregivers, and expanding home Internet use, exploration of caregivers' 
Internet use for social support is crucial. This study contributed to the further 
understanding of social support in the contemporary context of computer-mediated 
conununication. Thoits (1995) has suggested that a promising new direction for social 
support research is investigation of optimal "matches" between individuals ' socio-
emotional needs and support received. This research considered whether and how use of 
Internet-based social support represents such a match for online caregivers. 
Based on the results of seven quantitative and qualitative research questions, the 
following conclusions are reported: 
1. Caregivers who responded to the survey spent time online--an average of 13.2 
hours per week including 7.5 hours a week in activities related to their roles as 
caregivers. Time online did not vary significantly across caregiver groups 
according to age, relationship to care receiver, presence of Alzheimer's disease. or 
perceived importance of online social support. 
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2. In this study, caregivers of all ages, regardless of their relationship to the care 
receiver, placed relatively high importance on their Internet-based social support 
(an overall median score of7.85 on a scale from 0 to lO, with a higher score 
representing stronger perceived support). In fact, participants' perceived their 
emotionaVinformational online social support significantly higher than their 
perceived emotionaVinformational face-to-face support (Z = -4.798, p = .000). 
This conclusion is significant in light of previous research that suggested the 
perception or belief that emotional support is available is more salient to 
psychological well-being than is actual assistance received (Thoits, 1995). 
3. Caregivers used the Internet predominately to expand their social network of 
status-similar others--fellow caregivers. Those " in the same boat" provided the 
most significant support to caregivers. Many benefits of connecting with others in 
a similar situation were identified: sharing the conunon experiences with 
understanding, emotional support, and non-judgmental acceptance: as well as 
exchanging specific information, advice, and solution to everyday problems and 
frustrations. Caregivers seemed to acknowledge that giving care is not a static 
activity, but dynamic over time. Perception of the availability of support from 
others seemed to give caregivers hope for dealing with situations yet to come. 
4. Participants in the study identified psychological distress, including isolation, 
loneliness, and desperation, as the leading impetus for searching the Internet for 
support. 
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5. Caregivers also used the Internet to access infonnational support. Participants 
wanted and needed information specific to the health condition and care of their 
care receivers and valued the advice and experience of other caregivers in solving 
their own problems. 
6. This research documented the adaptive match of computer-mediated 
communication for caregiver social support. Study participants described 
asynchrony and anonymity as advantageous and particularly suitable to the time-
intensive and emotional demands of caregiving. 
7. Results of the study illuminated the potential for Internet-based interventions 
targeting caregivers. Participants in the research described their personalized use 
of exchange mediums and online communication to meet their individual needs 
and personal preferences. Further evidence of caregivers' custornization ofCMC 
was the range of social/relational involvement and intimacy expressed throughout 
the narrative responses. 
8. This research revealed barriers faced by caregivers in the use of traditional 
face-to-face social support interventions. Those identified by the participants were 
Jack of substitute care for the care receiver, time-intensive caregiving duties. time 
and energy required to attend meetings, no longer driving or not driving at night. 
and difficulty "getting out of the house." 
9. Caregivers in the study described unique disadvantages of online social 
support. Limitations ofCMC were absence of physicality and social context cues 
that characterize face-to-face communication. Particularly noteworthy was the 
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desire of many respondents to expand their social/relational contact with persons 
they had developed relationships with online. 
Therefore, results of this research led to the general conclusion that Internet use 
can be considered a potential resource for caregivers in obtaining information and 
expanding their status-similar social support networks. Attributes ofCMC, including 
asynchrony and anonymity, are particularly suitable to the time and situational demands, 
as well as to the emotional upheavals associated with caregiving. CMC offers several 
exchange media that can be adapted by the caregiver according to individual socio-
informationaJ needs and personal preferences. However, caregivers in this study were 
aware of the limitations of online social support. More specifically, absence of 
physicality and social context cues were significant, and several caregivers longed for 
greater social and relational contact with online group members. Negative cases pointed 
to uncertainty about the sincerity of persons encountered through the Internet and the 
presence of "cljques" within certain online social groups. 
Finally, the Propositions underlying the research were supported. First, caregivers 
in this study were engaging in online social support activities. Second computer-
mediated communication represented a unique social environment for caregivers of older 
adults to give and receive social support. 
Implications for Study Findings 
Results of the study led to implications for use of the fmdings. Implications are 
offered for family sciences professionals, health care agencies and providers, and social 
program planners and policy makers. 
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Implications for Family Sciences Professionals 
I. Become knowledgeable about the heterogeneity of older adults and caregivers 
and the multi-dimensional needs of caregivers, including social and 
informational support. 
2. Seek knowledge about CMC and the potential for research on the impact of 
electronic media on the family. 
3. Investigate sources of valid health information online and elucidate criteria for 
obtaining accurate web-based information. (Guidelines for evaluating health 
information online prepared by the Medical Library Association are included 
in Appendix H.) Offer public education. 
4. Consider programmatic and research opportunities involving online social 
support interventions for caregivers of older adults. 
5. Become knowledgeable about the existing online social support networks and 
offer educational information to those who could benefit from such 
connections. (A list of caregiver informational and social support websites is 
provided in Appendix I). 
6. Promote quality of life for older adults and caregivers through advocacy of 
programs and policies that offer social support to caregivers. 
Implications for Health Care Agencies and Providers 
I . Recognize the importance of family caregivers in the provision of assistance 
and long-term care to family members. 
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2. Acknowledge the multi-dimensional needs ofcaregivers and provide support 
as an integral component of the continuum of care for clients and patients. 
3. Provide informatio~l support specific to health conditions and short-term and 
long-term expectations. 
4. Become knowledgeable about online social support as well as local services 
for caregivers and provide educational information. Increase caregiver 
awareness of online support opportunities and link patients, clients, and 
caregivers to online resources. (A list of caregiver informational and social 
support websites is provided in Appendix I). 
Implications for Social Program Planners 
I. Become knowledgeable about CMC and the opportunities and potential for 
meeting caregiver needs for informational and social support online. 
2. Connect caregivers with existing online resources. (For a list of caregiver 
informational and social support websites, see Appendix 1). 
3. Investigate sources of valid health information online and elucidate criteria for 
obtaining accurate web-based information. (Guidelines for evaluating health 
information online prepared by the Medical Library Association are included 
in Appendix H.) Offer public education. 
4. Consider establishing and monitoring online support services, including web-
based information and social support networks for caregivers. 
5. Consider emerging technologies and future possibilities for online support 
interventions. 
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Implications for Policy Makers 
I . Recognize the crucial role of caregivers in the provision of the nation's long-
term care. 
2. Adopt, fund, and evaluate caregiver support policies and programs, including 
those offered online. 
Recommendations 
This section will offer recommendations for the ethical practice ofintemet-based 
research for both researchers and institutions. [n addition, suggestions for further research 
are provided. 
Recommendations for Ethical Practice of Online Research 
Rapid public adoption of Internet-based communication tools has afforded 
researchers the opportunity to capture vast amounts of social and behavioral information 
(Frankel & Siang, 1999). In the absence of formulated guidelines for Internet-based 
research, family sciences and health care professionals must identify best practice 
considerations in planning, conducting, and reporting research that targets special 
populations online. 
Best Practice Considerations for lnternei-Based Research 
The following considerations were based on a review of the literature and the 
experience of the researcher in conducting an online survey target ing caregivers of older 
adults. 
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For Researcher Consideration - in the Absence of Established Guidelines. 
I. Explore, identify and protect the perceived level of privacy and degree of 
intimacy of communication exhibited within the cyberculture of the target 
population (King, 1996). 
2. During conceptualization and research design, consult with Information 
Technology administrators in order to plan and insure confidentiality of 
data transportation and storage during the study and upon conclusion. 
3. Study existing literature and practices regarding the conduct oflnternet 
research (Frankel & Siang, 1999). 
4. Carefully weigh the decision to seek informed consent of participants. 
Researchers should reflexively examine their personal code of ethics in 
determining public versus private domain with regard to online 
communication. 
5. In preparing proposals, be specific about the possible benefits and harms 
to subjects, plans to minimize risk exposure. and methods to secure 
informed consent from prospective respondents (Frankel & Siang, 1999). 
6. Before posting recruitment announcements at target websites, seek 
permission from website owners. 
7. When posting recruitment announcements, preface the message with a 
statement that delineates granted permission. including the contact person 
and date received. 
178 
8. fn reporting research fmdings, remove all identifying information of 
individuals and groups, as well as location and time of messages. 
Identifying information includes headers and signatures, email addresses, 
web routing numbers, and references within the message to a personal or 
group identity. 
For Institutional Consideration - in Establishment of Guidelines. 
The American Association for the Advancement of Science (AAAS) and the 
Office for Protection from Research Risks (OPRR), the agency responsible for oversight 
of federally funded research by the U.S. Department ofHealth and Human Services 
involving human subjects, are at work to establish guidelines for ethical and legal aspects 
of research on the Internet (Franke l and Siang, 1999). An AAAS and OPRR report 
presented both a research and education agenda and an action agenda for policy changes 
needed to guide online research involving human subjects (see the complete agenda in 
Frankel and Siang, 1999). Selected elements include the following: 
1. Clearly delineate the types of online research that would require compliance 
with federal guidelines on human subjects studies. 
2. Assess the risks and benefits associated with different research methods 
ranging from surveys, in which questions are posed to participants, to 
observational research, in which participants remain unaware of the 
researcher's presence. 
3. Increase knowledge about the structure of Internet communities and their 
similarities and differences with physical communities. 
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4. Understand the vulnerabilities of research subjects in Internet research, with 
particular attention to cultural and political factors. 
5. Delineate the boundaries of private versus public space on the Internet. 
6. Consult with technology system administrators regarding the technical aspects 
of Internet research in order to be knowledgeable about the power and limits 
ofthe research medium. 
7. Institutional Review Boards (IRBs) should carefully evaluate requests for 
exemption oflntemet research protocols. 
8. Incorporate education about Internet research into institutional curriculums 
and into national, regional, and local conferences and workshops. 
9. Develop a national resource network oflntemet researchers, ethicists, and 
technical personnel to respond to inquiries from IRB members, researchers, 
and subjects regarding the technical and ethical components of online human 
subjects research protocols. 
Recommendations for Future Research 
The following recommendations for ·future research are offered. These 
suggestions stress the importance of further research for a nation increasing in age and 
increasingly online. Areas for further study include the following: 
1. Therapeutic benefits of writing and online communication when experiencing 
life stress. 
2. Support and non-support for caregivers from other family members. 
3. Venting online and contribution to family functioning. 
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4. Ongoing evaluation of emerging technologies and the impact on families. 
5. Individual customization ofCMC to meet personal needs and preferences. 
6. Impact of online social support on family functioning. 
7. Development of sensitive instruments to measure online social support. 
8. Theory development in CMC. 
Limitations 
This study was exploratory, and, thus, the results must be generalized with 
caution. Five of the research questions were qualitative and designed for the specific 
purpose of this research. It should be noted that, in qualitative research, the burden of 
responsibility to transfer the results to another context lies with the one doing the 
generalizing (Trochim, 1999). Limitations of this research include the following: 
I . Limited sample size. Despite Internet recruitment through international 
websites, a relatively small group of caregivers participated in the study. 
(52 usable surveys were analyzed). 
2. Volunteer sample. Participants in the study were self-selected by identify ing 
themselves as caregivers who met the study criteria. Unidentifiable factors 
may have distinguished those caregivers who participated in the study from 
other online caregivers who did not. 
3. Cross-sectional research. This research represented the one-time perceptions 
of caregivers. 
4. Limitations tor study replication. Unknown events during the historical period 
of data collection may interfere with replication of the research. The constant 
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emergence of advanced technologies and the transitory nature oflntemet 
websites make replication ofthe current study questionable. 
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N 
0 
0 
Recruitment Websites 
Website Name URL 
I. The Alzheimer Page. Washington University in St. http://wwwS. biostat. wustl.edulalzheimer/main _window .html 
Louis. MO (listserve) 
2. Alzheimer Society - Canada http://www.alzheimer.ca/english/forums/intro.htm 
3. AARP Discussion Center (Caregivers Circle Folder) http://www.aarp.org/discussions 
4. Dallas Alzheimer' s website http://www. alzdallas. o rg I 
5. Elder Care Online http://ec-online.net and http://alzwell.com I 
6. Elder Hope http://www.elderhope.com 
7. Empowering Care_givers http://www.care-givers.com 
8. The Gathering http://www.theribbon.com 
9. National Alliance for Caregiving httQ_://www.caregiving.org 
l 0. Parkinson Society Canada http://www .Q_arkinson.ca 
l 1. Senior Caregiver Support Group http://www .seniorcaregi versupport .org/ 
12. Senior Net Organization http://www.seniornet.org 
13. Seniors Site (Caregiver Message Board) http://www .senior-site .com 
14. The Stroke Network http://www.strokenetwork.org 
15. SAFE (Stroke Awareness for Everyone, Inc.) http://www.strokesafe.org 
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Hello, 
My name is Jan Colvin, and I am a doctoral student in Family Studies at Texas Woman's 
University in Denton, Texas. As part of the requirement for the degree, I am conducting a 
research project to investigate the experiences of caregivers of older adults that are using 
online social support networks. I am interested in learning more about how caregivers 
give and receive social support using the Internet. Upon completion of the study, I plan to 
submit articles to professional journals with the hope of impacting programs and policies 
that support caregivers. The research has been approved by the Institutional Review 
Board of the University as compliant with ethical research practices. 
I am writing to ask ifl may post a notice at your organization's website (in any forum 
that you think is appropriate) in order to recruit participants for the research. The study is 
completely voluntary completely anonymous. Absolutely no contact information or web 
routing numbers are transmitted when an individual submits a completed survey. 
Those who choose to participate in the online survey will not be contacted in any way by 
the researcher or by anyone else. 
If your organization would allow me to post a notice of recruitment, please send me 
instructions describing how to accomplish this. Thank you for your consideration. Below 
is a copy of the notice with a hyperlink to a letter to prospective participants which links 
to the actual survey. 
Jan Colvin 
Hello Caregivers-
My name is Jan Colvin, and I am a doctoral student at Texas Woman's U niversity in 
Denton, Texas (and future caregiver). As part of the requirement for the degree. I am 
conducting a research project to investigate the experiences of caregivers that are using 
online social support networks. I am interested in learning more about how caregivers 
give and receive social support using the Internet. Upon complet ion of the study, T plan 
to submit articles to professional journals with the hope of impacting programs and 
policies that support caregivers. 
You are invited to become an anonymous participant in the research study. Absolutely 
no identifying information, such as the email address o r web routing numbers. will be 
transmitted when an individual submits a completed survey. Those who choose to 
participate in the online survey wi U not be contacted in any way by the researcher or by 
anyone else. The survey will take approximately 30 to 45 minutes of your time. 
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If you meet these criteria, please c lick below to find out more about the study: 
a) You are over 18 years of age. 
b) You are providing help with personal care, household chores, transportation, fmances, 
etc. for someone 50 years of age or older (who lives at home, not in a residential care 
facility). 
c) You are performing caregiving activities for at least 10 hours each week. 
d) You are engaging in online social support networks. 
Click below to find out more about the survey. 
http://www.twu.edu/cope/fumsci/colvinsurvey/default.htm 
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Hello Caregivers-
My name is Jan Colvin, and I am a doctoral student at Texas Woman's University in 
Dento~ Texas (and future caregiver). As part of the requirement for the degree, I am 
conducting a research project to investigate the experiences of caregivers that are using 
online social support networks. I am interested in learnjng more about how caregivers 
give and receive social support using the Internet. Upon completion of the study, I plan 
to submjt articles to professional journals with the hope of impacting programs and 
policies that support caregivers. 
You are invited to become an anonymous participant in the research study. Absolutely 
no identifying information, such as the email address or web routing numbers, will be 
transmjtted when an individual submits a completed survey. Those who choose to 
participate in the online survey will not be contacted in any way by the researcher or by 
anyone else. The survey will take approximately 30 to 45 minutes of your time. 
If you meet these criteria, please click below to find out more about the study: 
a) You are over 18 years of age. 
b) You are providing help with personal care, household chores, transportation, finances, 
etc. for someone 50 years of age or older (who lives at home, not in a residential care 
facility) . 
c) You are performing caregiving activities for at least I 0 hours each week. 
d) You are engaging in online social support networks. 
Click below to find out more about the survey. 
http://www. twu.edu/cope/famsci/co lvinsurvey/defau It. htm 
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October 15, 2001 
Ms. Jan Colvin 
2104 Knob Hill Drive 
Deuton, TX 76210 
Dear Ms. Colvin: 
... . ..... - .. . . .... - . 
TEXAS WOMAN'S 
UNIVERSITY 
fNSTin!nONI\L REVIEW DOARD 
P.O. Oox 42$619 
Drol<x~ TX 76204-$619 
11ulnc: (940) 898-JJ 7$ 
fax: (940) M-34 16 
c-m.il: IIUJ@twu.cdu 
Re: Caregivers of Older Adults Online: Perceptions and /'aftems of Internet Use for Social Support 
The above referenced study has been reviewed by a committee of !he Institutional Review Doard (lRD) 
and was dctennincd to be exempt from furtlter 1WU IRD review. 
If applicable, agency approval letters obtained should be submitted to Ute fRD upon receipt prior to any 
data collection at that agency. Because you do not utilize a signed consent fom1 for your study, lllc 
filing of signatures of subjects witlt the I RD is not required. 
Anotltcr review by !he IRD is required if your project changes. If you have any questions, please feel 
free to call the Institutional Review IJoard at the phone number listed above. 
Since rei y, 
dv-vt ... R.~~~., 1 ~ DkA_;_, 
Dr. Linda Rubin, Chair 
Institutional Review Doard- Denton 
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Participant Information Letter 
Caregivers of Older Adults Online 
Title of Study: 
Caregivers of Older Adults Online: Perceptions 
of Internet-based Social Support 
Jan Colvin, M. S. (Investigator) 
P.O. Box 425876 Denton, TX 76204-5876 
(940) 498-4876 
jcolvin@airmail.net 
Lillian Chenoweth, Ph.D. (Research Advisor) 
(940) 898-2688 
LChenoweth@twu.edu 
····-····-·- ----
This study represents research being conducted as part of the 
requirement for the degree of Doctor of Philosophy in Family Studies at 
Texas Woman's University in Denton, Texas. 
The purpose of the research is to Jearn more about the experience of 
caregivers of older adults who are giving and receiving social support 
through the Internet. Online social support can be any activity or 
communication that supports you in your caregiving role. Some, but not 
all, of these activities might include seeking information and/or advice 
and sharing the common experiences of caregiving. 
Online social support groups are becoming increasingly popular. Yet, 
little research has been done to understand what factors lead caregivers 
to communicate through online support networks, how caregivers use the 
Internet for support, and what unique advantages and disadvantages of 
online social support caregivers identify. This study will investigate the 
answers to these questions. 
You are invited to participate in this anonymous survey by taking 
approximately 30 to 45 minutes of your time to respond to some 
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questions. Individuals completing the survey on the Internet should set 
aside this time to complete the survey, as they will not be able to log off 
and return to the survey at a later time. If your are concerned about 
having the block of time needed to complete the survey without 
interruption, there is another option. You may print out the survey, 
complete the :-esponses on paper, then log back onto the Internet and fill 
in your answers more quickly. 
You will be asked to provide some information about yourself (for 
statistical purposes only), your feelings about your role as a caregiver, 
and your attitudes toward both your face-to-face and online social support 
networks - the people that you look to for advice, assistance, or other 
types of support. You will also have the opportunity to respond to 
open-ended questions about your personal experiences of Internet use 
for social support. 
Your participation in this study is entirely voluntary. You may withdraw 
from the study at any time without penalty. 
Your confidentiality will be protected because your identity will remain 
anonymous. You will not be asked to provide any personally identifying 
information, such as your name or address. The information collected in 
this survey will be used for research purposes only. The Investigator will 
not contact you, and no person other than the Investigator will have 
access to the responses given to the survey items. 
A potential risk involved in participation in the study is loss of 
confidentiality as the survey responses are transferred via Internet 
connection between computers. To minimize this risk, a participant may 
opt to print out the survey and mail the completed survey to the 
Investigator at the address listed at the top of this page. 
A potential benefit of your participation in this research is the opportunity 
to receive a summary of the results of the study upon its completion. If 
you would like a copy of the results, contact the Investigator at the 
address provided at the top of the page. Your request for a summary will 
not be linked to any response you may have made as a participant. 
If you have any questions about the research study, you should contact 
the Investigator or Research Advisor: the phone numbers and email 
addresses are listed at the top of this page. If you have questions about 
your rights as a subject or the way this study is being conducted, you may 
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call the Texas Woman's University Office of Research and Grants 
Administration at 940-898-3377. 
Your participation in this research is completely voluntary and 
anonymous.lf you choose to act as a participant, your cooperation is 
appreciated. 
The return of your completed questionnaire constitutes your informed 
consent to act as a participant in this research. 
Please respond to ALL the items in the survey. Please do not use your 
browser's 'Back' button at any time. 
Click here to begin the Survey 
OR 
Click here to review this page again 
© 2001 by Jan Colv in 
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Caregivers of Older Adults Online Survey 
The return of your completed questionnaire constitutes your informed consent to 
act as a participant in this research. 
The purpose of this study is to explore the experience of caregivers of older adults 
using the Internet for social support. The questionnaire consists of 29 questions. 
The last 5 questions are open-ended. In these, you are not given answers to choose 
from. Instead, you are encouraged to write about your personal experiences of 
Internet use for social support. 
Instructions: Please type in the textbox or click on the button that best describes 
yourself, the person that you are caring for, and your caregiving experience. 
1. What is your relationship to your care receiver (the person you are providing 
assistance to)? 
· Spouse 
Partner 
Daughter 
Son 
~ _) Daughter-in-law 
,;- Son-in-law 
· _. Grandchild 
2. What is your care receiver's age? 
-- ·-------- ·- --- --- -
3. What is your care receiver's gender? 
Male 
Female 
0 Niece 
(l Nephew 
0 Other 
4. What are the main health conditions of your care receiver? 
-· - ···--· ·····------ ·-·~------·--·- -------
5. Does your care receiver suffer from Alzheimer's disease or related dementia? 
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Yes 
No 
6. What is your age? 
-···-----·-·- ·-----_j 
7. What is your gender? 
Female 
Male 
8. Do you live in the same house with your care receiver? 
Yes 
Yes, temporarily 
No 
9. About how many hours did you spend in caregiving-related activities last 
week? 
_______ j 
10. How many years have you been in the caregiving role? 
I 
_ ______ ! 
11. Are you employed outside the home? 
Yes, full-time 
Yes, part-time 
No 
12. Do you have a child or children under the age of 181iving in your home? 
Yes 
No 
Please type in the textbox or click on the button that best describes your time spent 
online (using the Internet) in the last week. 
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13. How much total time did you spend online last week? (in hours) 
·- ·-· ···-·······-' 
14. How much time did you spend online last week in activities related to 
caregiving? (in hours) 
_ _ ______ .1 
15. About what portion of your online time last week was related to caregiving? 
All 
3/4 
1/2 
1/4 
Less than 1/4 
16. How long have you been online at home? (in years) 
Please click on the answer that best expresses your feelings about your caregiving 
experience. 
17. Caregiving for my relative is 
the most difficult problem I 
have ever faced. 
18. Most people who are faced 
with this situation have no 
idea of what I am going 
through. 
19. It is easy to feel 
overwhelmed in a situation 
Strongly Disagree Agree 
Disagree 
I ) 
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Strongly 
Agree 
like this. 
20. Because of my relative's impairments and care, I have difficulty with . . . 
a. too many demands are 
made of me. 
b. getting enough rest. 
c. my physical or emotional 
health changing for the 
worse. 
d. tension or strain among 
family members. 
e. getting my family to 
cooperate in caring for my 
relative. 
Strongly Disagree Agree Strongly 
Disagree Agree 
0 
(' 
0 () 
'··' 
' . i - · ~-· (~ ,-, 
~ I 
· .._.; 
·-· 
21. Now think about your face-to-face social support network -the people that you I< 
to for companionship, assistance, or other types of support. How available is the 
following face-to-face social support? 
None of Little of Some of Most of All of 
the time the time the time the time the time 
a. Someone you can count i I ' . r_' 
on to listen when you 
need to talk 
b. Someone to help you ./ . . ( 
with daily chores if you 
were sick 
c. Someone to have a good .. .-·} ,.·' c ,_-) c, 
time with 
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d. Someone to give you ' ~ ~~· information to help you 
.. 
understand a situation 
None of Little of Some of Most of All of 
the time the time the time the time the time 
e. Someone to give you I ) I) 
good advice about a 
problem 
f. Someone to love you and ~ ·. . t-... _,-, I 
-
._. 
make you feel wanted 
g. Someone to take you to 
'·-· ' 
t,) ~. \ ', C· \,.' 
the doctor if you need it 
h. Someone to share your : - .. .. : I 
-
' . ' ) 
most private worries and 
fears with 
None of Little of Some of Most of All of 
the time the t ime the time the t ime the time 
i. Someone who 
'···· 
',) , __ 
understands your 
problems 
j . Someone to do I ' '·- .. 
something enjoyable with 
22. Now, think about your online social support network - those individuals that you 
meet on the Internet and look to for advice, assistance, or other types of support. 
How available is the following online social support? 
a. Someone you can count on 
to listen when you need to 
talk 
None of Little of Some of Most of All o f 
the time the time the time the time the tim• 
I • 
217 
b. Someone to give you 
information to help you 
understand a situation 
c. Someone to give you good 
advice about a problem 
' \ \._ 'v c 
None of Little of 
the time the time 
Some of Most of All of 
the time the time the timf 
d. Someone to share your 
most private worries and 
fears with 
e. Someone who understands 
your problems 
r ' 
'· 
•J 
' I 
.... , 
. ' C'· -., 
Please click on the rating (on a scale from 0 to 1 0) that best describes the importance c 
your online social support network. 
23. How important is your online social support network to your overall sense of 
emotional and informational support as a caregiver? 
Not important at all Somewhat important Extremely important 
0 1 2 3 4 5 6 7 8 9 10 
Please click on the rating (on a scale from 0 to 1 0) that best describes the quality of 
your life. 
24. Overall, how would you rate your quality of life? 
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As bad as 
it can get 
0 1 
o I 
2 
About average 
3 4 5 6 7 8 
The best it 
can be 
I i \. 
9 10 
I ) 
Please type in the box your answer to the following questions about your experience 
seeking social support using the Internet. (The box will expand to contain what you type 
25. How, if at all, do you as a caregiver use the Internet for social support? 
26. What led you to seek social support online? 
27. What is it, if anything, about online social networks that is supportive? 
28. Are there any unique advantages of online social support as opposed to 
face-to-face social networks? Briefly explain. 
29. Are there any unique disadvantages of online social support as opposed to 
21 9 
face-to-face social networks? Briefly explain. 
Submit Sur 
© 2001 by Jan c 
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Thank You 
Thank you for participating in this survey. 
If you have questions, please email one 
of the researchers below. 
Jan Colvin, M. S. (Investigator) 
P.O. Box 425876 Denton, TX 76204-5876 
(940) 498-4876 
jcolvin@airmail.net 
Lillian Chenoweth, Ph.D . (Research Advisor) 
(940) 898-2688 
LChenoweth@twu.edu 
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Adapted from: 
Older Adults and the World Wide Web 
A Guide for Web Site Creators 
SPRY Foundation. ( 1999). Older adults and the World Wide Web: A guide for web site 
creators. Retrieved August 2, 2001, from http://www.spry.org/sprys_work/ 
education/web _guide.html 
The SPRY Foundation published a 29-page guide that reported the best practices 
as described in a national conference in March 1999. The conference, conducted at the 
National Institutes of Health, brought together health educators and researchers, 
educators, website managers and web masters, and experts involved in the application of 
technology serving communities and older adults. The publication provided specific 
guidelines and ideas for the creation ofwebsites that are user-friendly for older adults. 
Preparation of web designs takes into account the visual, cognitive, auditory, and motor 
skill changes that often accompany the aging process. The following is a brief summary 
of the guidelines. 
Elements of Older-Adult-Friendly Web Design 
I. Colors. A good background or wallpaper can enhance the content of a page and draw 
the user' s attention to a particular segment or graphic. Contrast is essential between 
background and content, and the clearest contrast is between black and white. A void 
patterned backgrounds or wallpapers. 
2. Hue. To provide maximum contrast, choose complimentary colors (colors opposite 
each other on the color wheel; i.e. yellow and purple). 
3. Font Size. An 18-point heading would be a good choice to accompany a 14-point 
block oftext. 
4. Typeface. There is some evidence that Sans Serif fonts, such as Helvetica, are the 
most readable for older adults. Avoid stylized, novelty, or fancy typefaces. 
5. Physical Spacing. Use ample white space between lines of text ( leading) and between 
letters and words (kerning). Increase standard leading by at least 1 or 2 points. 
6. Justification. Most older adults prefer left justified text, where the text lines up along 
the left margin, and fmd it easiest to read. 
7. Page Length. Keep pages short, both in terms of memory requirements and what the 
viewer sees. 
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8. Complexity. Keep the design clear, logical, and simple. Keep the number of 
navigational "clicks" necessary to travel through the site to a minimum. 
9. Labeling. On multi-page sites, label each page with the site name as well as the name 
of the individual page. A consistent tool bar placed on each page (especially near the 
top where it will be highly visible) can be invaluable in aiding with the usage and 
navigation of the site. Site maps are also effective. 
Elements of Older-Adult-Friendly Page Content 
l. Sites that are simply, clearly, and logically laid out are easier for users to navigate. 
2. Site organization needs to be straight-forward and explicit. Most older adults 
function better if they can finish one task before starting another. 
3. Avoid use ofcomputertechnology lingo and techno-language. 
4 . lllustrations should be realistic. Animated graphics should always be accompanied 
by text or a text-only option. 
5. The site should feature a help menu with several means of obtaining assistance. 
Provide an alternative means to online help, if possible, including telephone numbers 
(toll-free preferably). 
6. Having a Frequently Asked Questions (F AQ) page is an exceUent idea. 
Using Graphics Effectively 
I. Always provide alternative text that accurately describes what the images or 
graphics are trying to convey. 
2. A void blinking text or repetitive motion animations, since they can be distracting. 
3. Button and icons should be large, not only to provide easier targets for mouse 
function, but also to ensure that any text on the button or icon is easy to identify. 
Avoid links requiring precise mouse control. 
Using Audio Effectively 
I . Sound should only be used if it is important to the subject of the web page. and 
alternative text or a description of the audio file should always be suppl ied. Avoid 
stacking sounds, for example speech over music. 
2. Distorted speech or computer-generated voices can be hard to understand. 
Setting Up the Navigation System 
1. Create hyperlinks from icons as well as text to provide alternatives for the user. 
Underlined text can appear blurry to some users. Links need to be clearly labe led. 
not only to identify that they are links, but to give the user an accurate idea of 
where they lead. 
2. Space URLs an adequate distance apart. 
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Putting the Site to the Test 
Once the design of the site is finished, ask some older adults to judge the pages on 
these characteristics: 
Design 
• Is the background attractive without interfering with the information? 
• Are the colors eac;y to see and distinguish? 
• Is the text a good color, size, and font? 
Layout 
• Do the pages load quickly enough? 
• Are the pages on the site the same style throughout? 
• Are the buttons large and clear enough? 
• Does each page have easy-to-use menus? 
Content 
• Is the information easy to fmd and understand? 
• Are the words common to everyday language? 
• Is there plenty of help available in accessible ways? 
• Do searches result in enough (but not too many) hits? 
• Are the instructions understandable? Do they have illustrations? 
Multi-media 
• Are graphics useful, pleasant, and easy to recognize? 
• Is audio clear, useful, and non-intrusive? 
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Appendix H 
Guidelines for Evaluating Health Information Online 
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Appendix 
Editor's note: Since this report raises so many questions about how consumers search 
for health il{(ormation online, we asked the Medical Library Association to provide not 
only a guide to finding informal ion but also examples of the best health Web sites Lheir 
librarians have found. Included in this guide are general starting points as well as 
specific sites for cancer, diabetes, and heart disease. 
Medical Library Association: 
A User's Guide to Finding and Evaluating Health Information on the Web 
Millions of Americans search for health information on the Web every year. Whether the 
health information is needed for personal reasons or for a loved one, millions of health-
related Web pages arc viewed by millions of consumers. Sometimes the information 
found is just what was needed. Other searches end in frustration or retrieval of inaccurate, 
even dangerous, information. 
This guide outlines the collective wisdom of medical librarians who surf the Web every 
day to discover quality information in support of cJ inical and scientific decision making 
by doctors, scientists, and other health practitioners respons.ible for the nation's health. 
This guide is supported by the Medical Library Association (MLA), the library 
organization whose primary purpose is promoting quality information for improved 
health and whose members were the first to realize that not all health information on the 
Web is credible, timely, or safe. 
The guide is presented in three brief sections. The first section, "Getting Started," 
provides tips on filtering the millions of health-related W cb pages through the health 
subsets of major search engines and using quality electronic finding tools developed by 
the U.S. government to do an initial screen of Web sites for further examination. This 
section is followed by a set of guidelines developed for evaluating the content of health-
related Web sites. The final section provides additional information of interest to 
consumers searching for health-related information on the Web. 
Getting Started 
As many people have discovered, clicking on a favorite search engine and entering a 
disease or medical condition can often result in hundreds, even thousands, of" hits." This 
can be discouraging. Here are a few ideas for filtering the available Web pages to a 
manageable number: 
I. If you arc using a search engine such as Google or Yahoo, take advantage of 
the health subsets of these services for your search. Learn how to usc the 
advanced searching features of the sites so that you can combine terms to 
make your retrieval more precise. For example, entering the term "cancer'' 
and "chemotherapy" linked together is more powerful and precise than trying 
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to read through all the hits found by simply entering the general term 
"cancer." 
2. Become familiar with the general health information finding tools such as 
MEDLINEPius (http://www.medlineplus.gov), produced by the National 
Library of Medicine, or Hcalthfindcr (http://www.hcalthfinder.gov), from the 
U.S. Department of Health and Human Services, which can get you started by 
pointing you to good, credible health information quickly. The Medica l 
t..i!l!:ill:Y...Asst~ciation's 'Top Ten" list 
(http://www.mlanet.org/rcsourccslmedspeak/topten.html) is another device to 
help you start your search with a highly selective list of quality health 
infonnatjon sites trusted by medical librarians. 
3. When you have found sites that look relevant, usc the guidelines below to help 
you decide whether the information is as credible, timely, and useful as it 
looks. 
Content Evaluation Guidelines 
I. Sponsorship 
• Can you easily identify the site sponsor? Sponsorship is important 
because it helps establish the site as respected and dependable. Docs 
the site list advisory board members or consultants? This may give you 
further insights on the credibility of information published on the site. 
• The Web address itself can provide additional information about the 
nature of the site and the sponsor's intent. 
A government agency has .gov in the address. 
An educational institution is indicated by .edu in the address. 
A professional organization such as a scientific or research society will 
be identified as .org. For example, the American Cancer Society's 
Web site is http://www.cancer.org/ 
Commercial sites identified by .com will most often identify the 
sponsor as a company, for example Merck & Co., the pharmaceutical 
firm. 
• What should you know about .com health sites? Commercial sites 
may represent a specific company or be sponsored by a company using 
the Web for commercial reasons- to sell products. At the same time, 
many commercial Web sites have valuable and credible information. 
Many hospitals have .com in their address. The site should fully 
disclose the sponsor of the site, including the identities of commercial 
and noncommercial organizations that have contributed funding, 
services, or material to the site. 
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2. Currency 
• 
• 
The site should be updated frequently. Health information changes 
constantly as new information is learned about diseases and treatments 
through research and patient care. Web sites should reflect the most 
up-to-date infonnation. 
The Web site should be consistently available, with the date of the 
latest revision clearly posted. This usually appears at the bottom of the 
page. 
3. Factual information 
• Information should be presented in a clear manner. It should be factual 
(not opinion) and capable of being verified from a primary information 
source such as the professional literature, abstracts, or links to other 
Web pages. 
• Information represented as an opinion should be clearly stated and the 
source should be identified as a qualified professional or organization. 
4. Audience 
• The Web site should clearly state whether the infonnation is intended 
for the consumer or the health professional. 
• Many health information Web sites have two different areas - one for 
consumers, one for professionals. The design of the site shou ld make 
selection of one area over the other clear to the user. 
Additional Help 
The Health on the Internet Foundation Code of Conduct (HONeodc) for medical and 
health Web sites (http://www.hon.ch/ HONcode/) specif1es eight principles intended to 
hold Web site developers to basic ethical standards and to make sure consumers always 
know the source and purpose of the data they arc reading. Participation is voluntary 
throughout the world, but sites displaying the foundation's symbol arc generally 
considered credible sources of information. Unfortunately, the number of s ites 
participating is small. 
Much of the health-related information that you find may seem to be written in a foreign 
language because of the highly technical terminology used in the health profess ions. To 
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help Y?u.use and und.erstand medical tenninology on the Web, the Medical Library 
Assoctatton has published a brochure called "Deciphering Medspeak" which is available 
with.out ~harg~ in individual copi~~ ~rom the Medical Library Association by sending an 
ema1l to mfo(a:mlahg.org or by v1sttmg the MLA Web site at W'IVW.mlanet.org. For bulk 
orders, please call312-419-9094, Ext. 14, or email mlafa@mlahg.org. 
He~lth sciences librarians at hospitals and academic medical centers throughout America 
stand ready to help consumers with do-it-yourself search assistance or will assist by 
performing professional searches of the Web for consumer and professional medical 
literature. If you don't know whether your community has a health sciences library, 
please call the Medical Library Association at 312-419-9094. 
Medical Library Association "Top Ten" Most Useful Consumer Health Web Sites 
Centers for Disease Control and Prevention (http://www.cdc.gov/), an agency of the 
Department of Health and Human Services, is dedicated to promoting "health and quality 
of life by preventing and controlling disease, injury, and disability. u Of special interest to 
the consumer are the resources about diseases, conditions, and other special topics 
arranged under uHealth Topics A-Z," and "Travelers' Health," with health 
recommendations for travelers worldwide. There are also sections on health topics in the 
news and health hoaxes. Information is also available in Spanish. 
Health finder (http://www.healthfinder.gov) is a gateway consumer health information 
Web site whose goal is "to improve consumer access to selected health information from 
government agencies, their many partner organizations, and other reliable sources that 
serve the public interest." Menu lists on its home page provide Jinks to onlinejoumals, 
medical dictionaries, minority health, and prevention and self-care. The developer and 
sponsor of this site is the Office of Disease Prevention and Health Promotion, 
Department of Health and Human Services, with other agencies that also can be linked to 
via the site. Access to resources on the site is also available in Spanish. 
Health Web (http://healthweb.org) is a site established by librarians and information 
professionals from major academic medical institutions in the Midwest. Consumers can 
search the site either by entering search terms or by selecting one of the many 
alphabetically listed medical subjects. When a medical subject is selected, users can go 
into more depth by using the left side of the screen to select narrower subjects or 
categories. The site also provides "User Guides" developed to help consumers usc 
Internet resources more effectively. 
HIV JnSitc (http://hivinsite.ucsf.edu/) is a project of the University of California San 
Francisco (UCSF) AIDS Research Institute. Designed as a gateway to in-depth 
information about particular aspects of HIV/AIDS, it provides numerous links to many 
authoritative sources. Subjects arc arranged into "Key Topics" and the site may also be 
searched by key words. Many items are provided in full text, and information is available 
in English and Spanish. 
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MayoCiinic (http://www.mayoclinic.com) is an extension of the Mayo Clinic's 
commitment to provide health education to patients and the general public. Editors of the 
site include more than 2,000 physicians, scientists, writers, and educators at the Mayo 
Clinic, a nonprofit institution with more than 100 years of history in patient care, medical 
research, and education. A new fonnat, which recently debuted, has added interactive 
tools to assist consumers in managing their health. This site supersedes the previous site, 
Mayo Clinic Health Oasis. 
Mcdcm (http://medem.com), a new site launched in the fall of2000, is a project of the 
leading medical societies in the United States. Some of the founding societies include the 
American Medical Association, the American Academy of Pediatrics, and the American 
College of Obstetricians and Gynecologists. The site was developed to provide "a trusted 
online source for credible, comprehensive, and clinical healthcarc infonnation, and 
secure, confidential communications." The "Medical Library" is divided into four major 
categories: Life Stages, Diseases and Conditions, Therapies and Health Strategies, and 
Health and Society. 
MEDLINEplus (http://medlineplus.gov) is a consumer-oriented Web site established by 
the National Library of Medicine, the world's largest biomedical library and creator of the 
MEDLINE database. An alphabetical list of"Health Topics" consists of more than 300 
specific diseases, conditions, and wellncss issues. Each Health Topic page contains links 
to authoritative infonnation on that subject, as weJl as an optional link to a preformulated 
MEDLINE search that provides journal article citations on the subject. Additional 
resources include physician and hospital directories, several online medical dictionaries, 
and consumer drug infonnation available by generic or brand name. 
National Women's Health lnfonnation Center (http://www.4women.gov/) is a gateway to 
selected women's health infonnation resources. Its purpose is to provide a single site on 
the Web where women can located reliable, timely resources about "prevention, 
diagnosis, and treatment of the iJincsses and health conditions that affect them." It is 
sponsored by the U.S. Public Health Service's Office on Women's Health and provides 
access to a variety of women's federal and private-sector resources. An alphabetical 
"Health Topics" menu simplifies searching. Information .is available in both English and 
Spanish. 
NOAH: New York Online Access to Health (http://www.noah-health.org/) is a unique 
collection of state, local, and federal health resources for consumers. NOAH's mission is 
"to provide high-quality, full-text infonnation for consumers that is accurate, timely, 
relevant, and unbiased." Jnfonnation is arranged in alphabetical "Health Topics" which 
arc then narrowed to include definitions, care and treatment, and lists of information 
resources. Infonnation is avai lable in both English and Spanish, and the majority of items 
are provided in full text. 
OncolinkR: A University of Pennsylvania Cancer Center Resource 
(http://oncolink.upenn.edu), provides information on the various fonns of cancer and 
issues of interest to cancer patients and their families. The site may be searched by key 
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words or by menus, including disease-oriented menus and medical specialty-oriented 
menus. Major areas covered are cancer causes, symptom management, clinical trials, 
psychosocial support, cancer F AQs (frequently asked questions), and global resources for 
cancer infonnation. 
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Appendix I 
Caregiver Informational and Social Support Websites 
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Caregiving Websites 
Research and Information Sites 
National Alliance for Caregiving 
http://www.caregivine,.org/ 
Family Caregiver Alliance 
http://www.caregiver.org/ 
National Alzheimer's Association 
http://www.alz.org/ 
Alzheimer's Disease Research Center 
Washington University, St. Louis 
http://alzheimer. wustl.edu/adrc2/default.htm 
S.E.A.D. Support and Education for Alzheimer's Disease 
Massachusetts General Hospital, Memory Disorders Unit 
http://neuro-oas.mgh.harvard.edu/sea/ 
Administration on Aging 
http://www.aoa.gov/ 
Caregiver Online Resources (Administration o n Aging) 
http://www.aoa.gov/NAIC/Noteslcaregiverresource.htrnl 
Senior Net Organization 
(An organization that promotes computer technologies and 
education for adults 50 years of age and older. Also provides 
online support networks for caregivers) 
http://www.seniomet.o rg 
Caregiver Support Websites 
The Alzheimer's Page - Was hington Univers ity in St. Louis 
A very active lis/serve support group for caregivers 
http://www5.biostat.wustl.edu/alzheimer/ 
SAFE (Stroke Awareness for Everyone, Inc.) 
A very active support group for caregivers of stroke survivors 
http://www.strokesafe.org/ 
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Family Caregiver Alliance Online Support Group 
http://www.caregiver.org/online_sptfaqC.htrnl 
Caregivers USA 
http://www.caregivers-usa.org/index.htmJ 
National Family Caregivers Association 
http://www.nfcacares.org/ 
WeJI Spouse Foundation 
http://www. wellspouse.org/ 
Elder Options of Texas 
http://www.elderoptionsoftexas.com/ 
American Association of Retired Persons (AARP) 
(Search using keyword "caregiving") 
http://www.aarp.org/ 
Stroke Family Support Network (American Stroke Association) 
http://www.strokeassociation.org/ 
Stroke Survivors International 
http://strokesurvivors.org/ 
The Stroke Network 
http://www.strokenetwork.org/ 
Elder Care OnJine 
http://www .ec-onJine. net 
Senjor Site 
http://www.seniors-site.com 
Senior Caregiver Support G roup 
http://www .seniorcaregi versupport.org/ 
Seruor Net Organization 
http://www.seniomet.org 
Children of Aging Parents 
http://www.caps4caregivers.org/ 
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